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ABSTRACT 



Noting that children with special health care needs (CSHCN) 
make up one of every six children eligible for the State Children's Health 
Insurance Program (SCHIP) , this study examined how SCHIP responded to the 
needs of children with chronic illnesses and disabilities. This qualitative 
study was based on the implementation experiences in 18 states. Key findings 
were organized into six areas. Findings indicated that none of the study 
states made overt efforts to target CSHCN for enrollment. Benefit packages 
under separate programs were more limited than those covered by Medicaid. In 
almost every state, SCHIP programs relied on managed care, with CSHCN being 
served through the same care systems serving all children. Three states 
reported policies that exempted CSHCN from cost sharing or somehow protected 
them from undue expense. Waiting periods disproportionately affected families 
of CSHCN. States reported difficulty in identifying and enrolling large 
numbers of CSHCN into SCHIP programs. Based on findings, two changes to 
current policy are recommended: (1) permit SCHIP coverage to "wrap around" 

existing private health insurance for selected priority populations; and (2) 
encourage or require states to broaden their waiting period exceptions 
policies to allow CSHCN to drop private coverage if that coverage is 
significantly limited or expensive. (An appendix lists the key SCHIP and 
Medicaid contacts in the study states. Contains 30 references.) (KB) 
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About the Series 



sscssing the New Federcilism is a multiyear Urban Institute project 
X ■ designed to analyze the devolution of responsibility for social programs 
from the federal government to the states, focusing primarily on health 
care, income security, employment and training programs, and social ser- 
vices. Researchers monitor program changes and fiscal developments. In collaboration 
with Child Trends, the project studies changes in family well-being. The project aims 
to provide timely, nonpartisan information to inform public debate and to help state 
and local decisionmakers carry out their new responsibilities more effectively. 



Key components of the project include a household survey, studies of policies in 13 
states, and a database with information on all states and the District of Columbia, 
available at the Urban Institute’s Web site (http://www.urban.org). This paper is 
one in a series of occasional papers analyzing information from these and other 
sources. 
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Executive Summary 



Study Background and Purpose 

Although the primary goal of the State Children’s Health Insurance Program 
. (SCRIP) is to extend health insurance coverage to the estimated 10 million unin- 
sured low-income children in America, SCRIP also presents an opportunity to insure 
one of our nation’s most vulnerable groups: children with special health care needs 
(CSHCN). Recent research has revealed that children with disabilities and chronic 
illnesses may make up 17 percent of low-income uninsured children, or roughly one 
of every six children eligible under SCRIP (Newacheck et al. 1998). 

Understanding the implications of this potentially high prevalence of CSHCN is 
important given the large variety of SCRIP programs implemented in the last three 
years — roughly two -thirds of the states have used the flexibility in the law to design 
and implement new child health insurance programs, either separately or in combi- 
nation with Medicaid expansions (Health Care Financing Administration 2000). 

Therefore, even at this early stage of implementation, it is reasonable to ask how, 
or how well, SCRIP will respond to the needs of children with chronic illnesses and 
disabilities. This study begins to answer this question, based on a qualitative analysis 
of the implementation experiences of an 18-state sample. 



Key Findings 

The findings from this study suggest that most states did not focus particular atten- 
tion on CSHCN during SCRIP program development. Rather, policymakers grap- 
pled with the broader issues of designing the most promising programs for insuring 
large numbers of children and determining whether this would be better accom- 
plished through Medicaid expansion or separate programs. As a result, states have 
typically enrolled CSHCN into the same systems of care used by the general SCRIP 
population and subjected these children and their families to the same rules and poli- 
cies as all other children. In a small but significant number of separate programs, 
however, special initiatives have been designed that attempt to address the special 
needs of children with disabilities and to provide more “Medicaid-like” coverage; 
these efforts tend to reduce the potential differences between Medicaid and separate 
programs. 
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A more specific aim of this study was to discern how, and to what degree, SCHIP 
programs have responded to the needs of CSHCN by designing special programs 
and policies. Key findings are summarized below. 



• Outreach, Enrollment, and Identification. In none of the study states’ SCHIP 
marketing campaigns did we see any overt efforts to reach out to CSHCN and 
their families and target them for enrollment. Rather, states focused on much 
broader campaigns to raise the general public’s awareness of SCHIP and on 
efforts to simplify eligibility rules and processes. Furthermore, the few states that 
have implemented systematic processes for identifying CSHCN among all the 
children that enroll in SCHIP have had limited success with these efforts. A 
number of states did, however, describe efforts within their Tide V/CSHCN 
programs to inform families with uninsured children, and their doctors, of the 
availability of coverage. 



• Benefits. Not surprisingly, benefit packages under separate programs were found 
to be more limited than those covered by Medicaid. However, coverage in sepa- 
rate programs is quite broad, and was often described as “much better” than typ- 
ical private coverage. Although policymakers could not identify cases in which 
children needed benefits that were not covered, many of the services often 
needed by CSHCN are precisely those that are either omitted or subject to lim- 
its under SCHIP, including case management, nonemergency transportation, 
rehabilitative therapies, and behavioral health services. Of special interest, two of 
the states we studied — Connecticut and North Carolina — have designed “wrap- 
around” benefit packages for CSHCN to supplement the basic coverage available 
to all children and to extend more open-ended Early and Periodic Screening, 
Diagnosis, and Treatment Program (EPSDT)-equi valent coverage to CSHCN in 
separate programs. 

• Service Delivery. In almost every state, SCHIP programs are relying on managed 
care and CSHCN are being served through the same systems of care that serve 
all children. Typically, no special provisions are made to help ensure that appro- 
priate access is extended to CSHCN in these arrangements. Although this may 
create reason for concern, key informants interviewed during our site visits, 
including family advocates, could report few or no cases in which delivery sys- 
tems seemed to be failing to meet the needs of CSHCN. Furthermore, in Cali- 
fornia, Florida, and Michigan, specialized “carve-out” or managed care systems 
for SCHIP-enrolled CSHCN have been tailored to include the providers and 
supports that CSHCN and their families so often need. Early experiences suggest 
that these systems offer significant potential to provide more comprehensive and 
coordinated care for CSHCN than mainstream managed care systems. 



• Cost Sharing. SCHIP has granted states considerable new flexibility to impose 
cost sharing — in the form of premiums and copayments — on eligible families. 
Given the likelihood that they will consume services at rates greater than the 
norm, CSHCN and their families are particularly vulnerable to high out-of- 
pocket costs as a result of copayment policies, and only three of the study states 
reported policies that exempted CSHCN from cost sharing or that somehow 
protected them from undue expense. However, Title XXI protects any family 
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from spending more than 5 percent of its income for SCHIP coverage, and early 
impressions are that cost-sharing amounts under SCHIP are nominal and afford- 
able. Indeed^ they were often referred to as “much lower” than those found in 
private insurance policies. 

• Crowd-Out Waiting Periods. During its design phase, concern over SCHIP’s 
potential to substitute for private-sector health insurance coverage was wide- 
spread among state legislators. As a result, most states now impose “waiting peri- 
ods” of various lengths, during which families must be uninsured before being 
permitted to enroll, to discourage them from dropping existing coverage to sign 
up for SCHIP. SCHIP officials and family advocates reported that these waiting 
periods might disproportionately affect families of CSHCN — because they are 
more likely to be “underinsured” for their child’s condition (i.e., covered by lim- 
ited or expensive policies), because SCHIP may offer a broader and more afford- 
able alternative to their current coverage, and because they cannot risk dropping 
their current coverage for even a short period because of their children’s needs. 
Six states, however, exempt families from waiting periods if their current cover- 
age is posing a significant financial burden, and one state explicitly exempts fam- 
ilies with CSHCN from any waiting periods. 

• Prevalence of CSHCN among SCHIP Enrollees. For a variety of reasons, states 
have experienced difficulty identifying and enrolling large numbers of CSHCN 
into SCHIP programs, even those with special provisions designed to better 
serve the population. Only between I and 8 percent of SCHIP enrollees have 
been identified as having special needs among the five states that could report 
such data, far below national estimates. 

Several possible explanations were offered for this last finding, including the lack 
of outreach targeted to CSHCN, ineffective identification systems, and the fact that 
SCHIP programs are still quite new and, perhaps, unknown among this group. It 
was also suggested, however, that rates of uninsurance among CSHCN may be lower 
than those presented in the research literature. Furthermore, for those families whose 
CSHCN are insured, coverage that is expensive or limited in terms of a child’s spe- 
cial needs condition may be creating a problem of underinsurance. For these fami- 
lies, waiting-period policies designed to discourage or prevent crowd out may be 
posing a particular barrier, which raises a critical question, and challenge, for the Title 
XXI program: Although primarily designed to extend health insurance to uninsured 
children, can SCHIP also be amended to address the needs of underinsured children.^ 

In the interest of equity, policymakers might consider two changes in current 
policy that would allow the program to address the needs of the underinsured: 

I . Permit SCHIP coverage to ^^wrap around^ existing private health insurance for 
selected priority populations^ such as children with special health care needs. The 
Medicaid program has always been permitted to wrap around private coverage. 
Federal policy states that Medicaid is to serve as the “payor of last resort” for 
dually insured persons, and much effort is made by state Medicaid administrators 
to coordinate benefits for such persons and ensure the integrity of the Medicaid 
system. Federal rules could be modified to allow Title XXI to play this same role 
by covering services above and beyond those covered by current private policies 
and, perhaps, by helping families to pay cost-sharing expenses. Such wraparound 
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coverage, if not extended to all privately insured children, might be targeted only 
to those with chronic illnesses and disabilities who are at risk for underinsurance. 
Such a change would not, in fact, represent an easing of federal and state crowd- 
out policies; in fact, it would reinforce that SCRIP coverage should not substi- 
tute for private coverage, but would permit the program to fill in gaps that might 
be present in that private coverage. 

2 . Encourage or require states to broaden their waiting period exceptions policies 
to allow children with special health care needs to drop private coverage if that 
coverage is deemed significantly limited or expensive. This policy change would 
expand what is already occurring in a handful of states, where exceptions to wait- 
ing periods acknowledge that some families’ private coverage, while creditable, 
may be very expensive or limited and, therefore, that children with such cover- 
age should be permitted to switch to SCRIP. 

This study provides preliminary evidence that SCRIP programs appear to be 
providing relatively broad and affordable coverage to low-income children, includ- 
ing children with special health care needs. It has also revealed that an encouraging 
number of states have implemented special provisions — in the areas of benefits cov- 
erage, service delivery design, and crowd-out prevention — to make SCRIP more 
responsive to the needs of CSRCN and their families. As programs mature, it is rea- 
sonable for policymakers to consider possible amendments to Title XXI, such as 
those suggested above, that might improve the program’s ability to serve the various 
subgroups of children who are particularly vulnerable. 
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Are We Responding to Their Needs? 
States' Early Experiences Serving 
Children with Special Health Care 
Needs under SCHIP 



Introduction 

The Balanced Budget Act of 1997 created Title XXI — the State Children’s Health 
Insurance Program (SCHIP) — to achieve the broad goal of extending health insur- 
ance coverage to the estimated 10 million low-income children in America who 
lacked it. The law did not, however, expressly identify any subgroups of children who 
should receive priority consideration as states expanded coverage, beyond targeting 
children living in families with incomes below 200 percent of the federal poverty 
level (FPL). In particular, no priority was given to identifying and enrolling unin- 
sured children with disabilities or chronic illnesses. Interestingly, recent analysis has 
shown that children with special health care needs may in fact make up a significant 
proportion of those who are uninsured: It has been estimated that 17 percent of low- 
income uninsured children have a special health care need, representing roughly one 
of every six children made eligible for new health insurance coverage under SCHIP. 
Of these children, nearly 40 percent have a chronic condition that is disabling, as 
defined by a limitation in school or play activities (Newacheck et al. 1998).^ 

Understanding the implications of this potentially high prevalence of children 
with special health care needs (CSHCN) is important given the large variety of 
SCHIP programs that have resulted in the three years after its implementation. Title 
XXI is noteworthy for the considerable flexibility it extends to the states in design- 
ing their children’s health insurance initiatives. In general, it permits states to 
expand coverage through either Medicaid, the creation of a separate health insur- 
ance program, or a combination of the two approaches. More specifically, while 
states expanding coverage through Medicaid are largely held to that program’s 
rules, states creating new programs have the freedom, within certain federal limits, 
to design new benefit packages and service delivery arrangements, impose cost shar- 
ing, adopt simpler eligibility rules and processes, and avoid the entitlement obliga- 
tion of Medicaid by creating enrollment or budget caps, if they desire. Today, three 
years after the passage of Title XXI, every state (and the District of Columbia) has 
a SCHIP program up and running, with 18 states adopting Medicaid expansions, 
15 implementing separate programs, and 18 choosing a combination approach 
(Health Care Financing Administration [HCFA] 2000). While this split appears 
quite even on its surface,, in reality the Medicaid portion of most combined pro- 
grams has been relatively small in terms of the population covered, and new pro- 
grams have received much greater emphasis during states’ design and implementa- 
tion phases (Hill 2000). From this perspective, therefore, roughly two- thirds of the 
states can be viewed as having primarily focused their SCHIP initiatives on design- 
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ing and implementing new child health insurance programs, either separately or in 
combination with Medicaid expansions. 

Together, the potentially high prevalence of CSHCN and the large number of 
new programs being implemented under SCHIP raise numerous questions regarding 
how, and how well, SCHIP will respond to the needs of children with chronic illnesses 
and disabilities. Particular questions of critical importance include the following: 

• What will be the prevalence of CSHCN among children who enroll in SCHIP? 

• Will outreach and enrollment initiatives incorporate any special efforts to reach 
and identify this group of children? 

• Will benefits covered under separate SCHIP programs meet the multiple and 
complex needs of CSHCN? 

• Will service delivery and payment arrangements be structured to include the 
range of providers needed by CSHCN and the financial incentives to promote 
their appropriate care? 

• Will cost- sharing provisions have a disproportionate effect on CSHCN and their 
families, given their higher rates of service use? 

• Will efforts to deter ‘‘crowd out,” or the substitution of SCHIP for existing pri- 
vate coverage, adversely or disproportionately affect families with CSHCN, who 
may already possess expensive or limited insurance? 

• Overall, how will newly created separate programs compare to Medicaid in 
addressing the needs of CSHCN and their families? 

This study begins to answer these questions by analyzing the implementation 
experiences of a sample of 18 states, as described below. 



Study Methods and Paper Organization 



This study was conducted as part of the Urban Institute’s Assessing the New Federal- 
ism project and, more specifically, its evaluation of the effects and implementation of 
SCHIP.^ The qualitative component of the Institute’s SCHIP evaluation involved 
the conduct of site visits of four to five days in length to 12 states and telephone 
interviews with 3 additional states, selected based on their diversity in size, popula- 
tion characteristics, geographic location, and SCHIP policies.^ 

For another study, we conducted. site visits to five states — California, Connecti- 
cut, Florida, North Carolina, and Pennsylvania — chosen because they had focused 
particular policy emphasis on strategies for serving CSHCN under SCHIP. We con- 
ducted interviews with a broader array of providers specializing in serving this pop- 
ulation, including both physical and behavioral health systems. We also conducted 
focus groups of parents of CSHCN. ^ A report summarizing the results of this previ- 
ous study was published last year (Schwalberg, Hill, and Mathis 2000). In total, 18 
states were studied; the study states are listed below. 
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SCHIP Study States 



Massachusetts 



Florida 



Connecticut 



California 



Colorado 



Alabama 



Michigan 
Minnesota 
Mississippi 
Missouri 
New Jersey 
New York 



North Carolina 
Ohio 

Pennsylvania 

Texas 

Washington 

Wisconsin 



In the site visits and interviews, we spoke with a broad range of key informants. 
At the state level, we interviewed SCHIP, Medicaid, and Title V/Maternal and Child 
Health officials, governors’ health policy staff, state legislators involved with child 
health policy, representatives of provider groups (such as the American Academy of 
Pediatrics and the primary care association), and leading child advocacy organiza- 
tions. At the local level, we interviewed clinic- and office-based pediatric providers, 
managed care organizations (MCOs), social services departments responsible for 
SCHIP and/or Medicaid eligibility determination, and community-based organiza- 
tions involved with outreach. To ensure the consistency of information gathered 
across sites, we used detailed interview protocols to explore a broad range of imple- 
mentation issues, including outreach and enrollment strategies, benefit package 
design, service delivery arrangements, cost-sharing policies, and crowd-out preven- 
tion efforts, among others. Of particular note, we also explored with states the extent 
to which policies in any of these areas had been tailored to better meet the needs of 
CSHCN enrolled in SCHIP. 

With the support of the March of Dimes, this paper combines the findings from 
these two efforts to report on states’ early experiences serving children with special 
health care needs under SCHIP. The analysis is primarily based on qualitative data 
collected during site visits and telephone interviews from these 18 states. The 
upcoming sections are organized as follows: 

• “Children with Special Health Care Needs — ^Who Are They.^ How Many Are 
There.^” provides background information on children with chronic illnesses and 
disabilities, their prevalence, insurance status, and service needs, and the implica- 
tions these characteristics hold for service delivery systems. 

• “State Experiences Serving CSHCN under SCHIP” describes how and why the 
study states designed their SCHIP programs as they did, and discusses states’ 
experiences implementing SCHIP and serving CSHCN. This discussion 
addresses the policy areas of outreach and identification, benefits coverage, ser- 
vice delivery and payment arrangements, cost sharing, crowd-out prevention, 
and prevalence of CSHCN. Where appropriate, this section highlights innovative 
provisions specially designed to be more responsive to the needs of CSHCN. 
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• The final section, ‘‘Conclusions and Implications for Future Policy,” draws con- 
clusions from the preceding analysis and discusses the implications for future pol- 
icy of states’ experiences to date serving CSHCN under SCRIP. 



Children with Special Health Care Needs — Who Are 
They? How Many Are There? 

The population of “children with special health care needs” defies simple definition. 
Depending on the definition used, estimates of the prevalence of CSHCN among 
children generally vary tremendously. First, we know that an estimated 150,000 
babies are born each year with birth defects — including heart and circulatory disor- 
ders, cleft lip and palate, spina bifida, Down syndrome, and phenylketonuria — 
accounting for just under 4 percent of all births in the United States (March of 
Dimes 2001). However, not all chronic or disabling conditions are present or iden- 
tifiable at birth, so prevalence estimates based on observations of a cross section of 
all children can be much higher. For example: 

• Applying a very broad definition of CSHCN to children generally — one that 
includes many common chronic conditions that may have only modest effect on 
children’s lives (such as eczema and repeated ear infections) — ^yields a prevalence 
estimate that exceeds 30 percent (Newacheck et al. 1992). 

• Using much narrower criteria that consider only conditions causing severe dis- 
ability or need for personal assistance or assistive technology to carry out basic 
activities of daily living results in prevalence estimates as low as 2 to 3 percent of 
the child population (Newacheck et al. 1992). 

• Using definitions that measure the behavioral consequences of a child’s condi- 
tion for physical, psychological, and social functioning, and the evidence of the 
need for services over and above the norm for children of a similar age, leads to 
estimates of prevalence in the 15 to 18 percent range (Stein, Westbrook, and 
Bauman 1993). 

• In recent years, a consensus has begun to emerge supporting the definition 
developed by the federal Maternal and Child Health Bureau cited above — that 
CSHCN are those who have or are at risk for a chronic physical, developmental, 
behavioral, or emotional condition and who also require health and related ser- 
vices of a type or amount beyond that required by children generally — which 
yields a prevalence estimate of 18 percent (McPherson 1998). 

As these definitions imply, children with special health care needs are also diffi- 
cult to categorize because they experience an incredibly diverse range of conditions, 
spanning physical, developmental, behavioral, and emotional domains. What’s more, 
the severity with which any given child experiences any given condition can also vary 
significantly, from mild to moderate to severe. Finally, many CSHCN have multiple 
problems that affect multiple body systems. 
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These characteristics combine to inform us that CSHCN may often require 
access to a very diverse set of health care and other services. Children with special 
health care needs, like all children, benefit from access to a preventive and primary 
care “medical home.” However, their conditions may also require that they receive 
specialty medical services, developmental services, habilitative and rehabilitative ther- 
apies, durable medical equipment and assistive technologies, and mental health ser- 
vices, among others. Given this constellation of care, CSHCN and their families can 
also particularly benefit from an array of support services, such as intensive care coor- 
dination or case management (to help them arrange and obtain services from multi- 
ple sources), family therapy (to help them cope with the stresses of having a disabled 
child or sibling), and respite care (to provide families with occasional breaks from the 
rigorous demands of caring for their disabled child). These diverse needs also mean 
that families with CSHCN must rely on a great many health care and other systems 
to receive their care. Any given child may, at various points, rely on not only the med- 
ical care system, but also systems providing early intervention, special education, 
mental health, and other equipment and supports. In general, we know that CSHCN 
average three times as many sick days and school absences as other children, more 
than twice as many physician contacts, and five times as many hospital days as chil- 
dren in general (Maternal and Child Health Bureau [MCHB] 2000). 

With increased reliance on managed care in both public and private health insur- 
ance systems, many policymakers, analysts, and advocates have questioned whether 
managed care organizations possess the capacity to provide CSHCN with sufficient 
access to appropriate and high-quality care. Concerns have most often centered 
around (1) the breadth and adequacy of MCOs’ networks, (2) financial incentives 
under capitated arrangements that may cause MCOs to avoid enrolling CSHCN or 
limit access to needed, but expensive services once CSHCN are enrolled, (3) MCOs’ 
general lack of experience with the complex and diverse needs of these children, and 
(4) inadequate links between MCOs and the multiple health-related, educational, 
and community-based support systems that families with CSHCN rely on in caring 
for their children (Committee on Children with Disabilities 1998; Zimmerman et al. 
1996; Cartland and Yudkowsky 1992). Others argue that managed care, at least in 
theory, holds the potential for improving the organization of care, as well as overall 
accountability, through the use of integrated provider networks. Recent research has 
also suggested that emerging specialized managed care systems within some state 
Medicaid programs, systems designed to address the needs of CSHCN in particular, 
show considerable promise for promoting more comprehensive, family-centered, and 
integrated approaches to serving these vulnerable children (Hill, Zimmerman et al. 
1999). 



Regardless of the system or systems used, the ability of CSHCN to access services 
is heavily dependent on their possessing health insurance. The good news is that, 
compared with the general population of children, CSHCN (using the MCHB def- 
inition) are slightly more likely to be insured — an estimated 89 percent have some 
form of health insurance (Newacheck et al. 2000). Slightly less than two-thirds of 
insured CSHCN have private coverage, while approximately 30 percent have public 
insurance, most often Medicaid by virtue of their eligibility for Supplemental Secu- 
rity Income (SSI) benefits or because they meet their state’s “medically needy” eli- 
gibility criteria. A relatively small number of all CSHCN — roughly 860,000 nation- 
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ally — receive supplemental assistance in accessing health services from state Title 
V/Maternal and Child Health Programs (Maternal and Child Health Bureau 
2000).^ 

For those without insurance, however, research has clearly shown that access to 
care is severely compromised, especially among the low-income uninsured. Low- 
income uninsured CSHCN are more than four times as likely to lack a usual source 
of care than their insured counterparts (22 vs. 5 percent); average about half as many 
physician contacts as similar children with insurance (5 vs. 11 contacts); and are 
almost three times as likely to have unmet health needs as insured CSHCN (35 vs. 
13 percent) (Newacheck et al. 1998). 

However, simply possessing insurance does not necessarily mean that the needs 
of a chronically ill or disabled child are adequately met — while insured CSHCN 
clearly have better access than those who are uninsured, the problem of “underin- 
surance” among families with CSHCN with private coverage is reportedly quite 
common (Hill, Schwalberg et al. 1999). Underinsurance generally refers to a situa- 
tion in which families possess coverage that is expensive to use or limited in scope, 
and therefore does not fully meet their needs. For CSHCN, this problem can be par- 
ticularly relevant, because of the common private insurance practice of placing annual 
or lifetime limits on the coverage of various services and because of the higher-than- 
normal out-of-pocket costs these families sometimes face in the form of premiums, 
deductibles, coinsurance, and copayments. Few studies have attempted to directly 
measure underinsurance, but a recent national survey of parents of CSHCN found 
that (1) 21 percent paid more than $3,000 per year out-of-pocket for services not 
covered by their children’s health insurance, (2) 56 percent reported financial impact 
resulting from their children’s health condition, and (3) financial impact was more 
likely to be reported by parents whose children’s primary insurance was private (usu- 
ally employer-based) rather than Medicaid (Krauss et al. 2000). This survey also 
found that fully 40 percent of CSHCN also possessed secondary health plan cover- 
age and that the vast majority of this secondary coverage was public in nature, usu- 
ally Medicaid wrapping around private health insurance (Krauss et al. 2000). 
Although not specific to children, another study estimated that, among all privately 
insured persons under age 65, 18.9 percent would be underinsured if faced with a 
catastrophic illness (Short and Banthin 1995). This underinsurance rate rises dra- 
matically for individuals in poor health — 34.7 percent — and individuals with low 
incomes — 61.6 percent of those with incomes below 125 percent of the FPL (Short 
and Banthin 1995). 

In light of these facts, the potential for SCHIP to assist uninsured CSHCN and 
their families is enormous. Yet states’ ability to take best advantage of this opportu- 
nity will depend on many factors related to how individual state SCHIP programs 
are designed and implemented. To adequately serve this population, benefits must 
be sufficiently broad, service delivery networks must include the necessary array of 
providers, payment arrangements must encourage (or at least not discourage) com- 
prehensive care, and cost sharing must be affordable. In addition, the nature of 
states’ efforts to deter the substitution of SCHIP for existing private insurance — 
so-called crowd-out prevention — may dramatically affect the extent to which an 
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underinsured child with special needs will be able to access new coverage offered by 
Title XXL 



State Experiences Serving CSHCN under SCHIP 

This section provides a detailed analysis of the designs of 18 state SCHIP programs 
and their experiences to date serving CSHCN. The analysis first summarizes the pol- 
icy debates that occurred in the states and the degree to which this population was a 
focal point of discussion. Following this, six key policy areas are discussed, including 
outreach and identification, benefits coverage, service delivery and payment arrange- 
ments, cost sharing, crowd-out prevention, and prevalence of CSHCN among 
SCHIP enrollees. 

The Policy Debate — Were CSHCN a Consideration during Program 
Design? 

The State Children’s Health Insurance Program offered states a unique opportunity 
to expand health coverage for children, and every state took advantage of this oppor- 
tunity within just over two years (Ullman, Hill, and Almeida 1999). Among the 18 
states included in this study, a common set of factors was cited by key informants as 
fueling a rapid response, including the availability of enhanced federal matching 
funds (with states responsible for just 70 percent of the share they pay for Medicaid), 
bipartisan support for children’s insurance expansions, and strong state economies 
(Hill 2000). 

The topic that dominated discussion during most states’ design phase was the 
broad question of whether to use SCHIP authority to expand Medicaid or to create 
a new program. As noted above, two- thirds of all states (and 14 of the 18 states in 
this study) concluded that SCHIP should be used to test alternatives to Medicaid. 
Several common reasons were given for this move, including political resistance to 
expansion of a federal entitlement program, legislative objection to fueling further 
growth in Medicaid, and a perception that access-to-care problems under Medicaid 
were too severe and that further expansion of Medicaid would simply exacerbate the 
situation. Perhaps most prevalent was policymakers’ expressed desire to create pro- 
grams that resembled private insurance and were free of the welfare-related stigma 
that was perceived as pervasive among both consumers and providers of care under 
Medicaid (Hill 2000). 

Notably absent from this larger debate was discussion of how different design 
choices might affect children with special health care needs. In the majority of states 
in this study, CSHCN were “not even on the radar screen,” as policymakers focused 
on the broader issue of how best to extend health insurance to children in general. 

In a handful of states, however, the CSHCN population did manage to receive 
attention and particular provisions were made to specifically address their needs 
under SCHIP. These instances are described below. 
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• In Connecticut, the very first meetings to discuss SCHIP included not only gov- 
ernor’s staff and officials from the state Medicaid agency, but also leading child 
advocates. From the start, it was clear that executive branch leadership would not 
support a Medicaid expansion and that the state employees’ benefit package 
would offer a more “mainstream” coverage model. However, it was also widely 
acknowledged that this package might not provide adequate coverage for 
CSHCN, so plans to supplement the “basic” package with a set of enhanced ben- 
efits emerged. This “wraparound” coverage would eventually take shape as 
HUSKY FluSy the parameters of which are discussed in more detail in the next 
section. 

• In North Carolina, the director of the Children’s Special Health Services Pro- 
gram (the CSHCN component of the state’s Tide V/Maternal and Child Health 
Block Grant program) served as cochair of the public/private task force 
appointed by the Secretary of the Department of Health and Human Services to 
plan the state’s SCHIP program. This individual, a long-standing and well- 
respected public servant, succeeded in keeping CSHCN among the issues being 
considered as the task force weighed the merits of alternative program designs. 
When, ultimately, a separate program was selected and designed after the state 
employees health plan — called Health Choice — the task force succeeded in receiv- 
ing authorization for coverage of additional Medicaid-equivalent physical, devel- 
opmental, and mental health benefits for CSCHN, supported by funds ear- 
marked for this purpose. 

• In Alabama, state planners also opted to create a separate program — All Kids — 
using the benchmark benefit package offered by the health maintenance organi- 
zation with the largest insured commercial, non-Medicaid enrollment in the 
state, delivered through the state’s large Blue Cross/Blue Shield network. Dur- 
ing the planning phase, this group also agreed, in concept, to the creation in year 
two of a supplemental program — All Kids Plus — for CSHCN with needs beyond 
those met by the basic package. 

In four additional states — California, Florida, Massachusetts, and Michigan — 
special initiatives for CSHCN enrolled in Medicaid were already in place before the 
passage of Title XXL In these states, it was decided that these special models should 
be incorporated into SCHIP so that CSHCN covered by Title XXI would have the 
same opportunity to receive specialized services as their counterparts in Medicaid. 
Specifically: 

In California, the Title V/California Children’s Services (CCS) program had, 
over the years, established a broad network of primary, specialty, and ancillary 
providers to serve CSHCN enrolled in the state’s Title V program. With the roll- 
out of Medicaid managed care during the 1990s, it was decided that specialty 
care for CCS-eligible children enrolled in Medi-Cal would be “carved out” of 
the responsibilities of managed care providers and delivered through the separate 
CCS system. This carve-out arrangement was extended under SCHIP for chil- 
dren enrolled in Healthy Families who had CCS-eligible conditions. 

In Florida, a special managed care system designed specifically for CSHCN had 
been implemented as part of the state’s Medicaid managed care program in 
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1996. This Children’s Medical Services (CMS) Network, administered by the 
state Tide V program, was also incorporated into KidCare as one of the service 
delivery options extended to CSHCN enrolling in SCHIP. 

• In Massachusetts, the previously state -funded CommonHealth program for 
CSHCN was federalized under Title XXI and incorporated as a component of 
the state’s MassHmlth program. Children with special needs enrolled in Mass- 
Health are provided access to a broader benefit package than other enrollees, one 
that is essentially equivalent to Medicaid except that it does not cover long-term 
care. 

• Michigan’s special managed care system for CSHCN — the Special Health Plan — 
was implemented as part of the state’s Title V/CSHCN program in 1998 and 
made available to CSHCN who also had Medicaid. The Special Health Plan 
offered such children the option of receiving services through capitated networks 
specifically crafted to meet their needs. Again, this option was carried forth under 
SCHIP such that CSHCN in Michigan’s Title V program who are also enrolled 
in MIChild are able to receive services through this special service delivery 
option. 

Thus, overall, 7 of the 18 states included in this study can be considered to have 
made special provision for CSHCN during the design phase of SCHIP. However, as 
five of these states were specifically selected for the study at least in part because of 
their special initiatives for CSHCN, it is unlikely that this same proportion could be 
generalized to all 50 states. 

Outreach, Enrollment and Identification 



Since the passage of Title XXI, outreach and enrollment issues have dominated fed- 
eral and state policy agendas. Spurred in part by the very large commitment of fed- 
eral dollars to the cause — approximately $40 billion over 10 years — expectations for 
SCHIP to dramatically reduce uninsurance among children ran high after the law’s 
passage, and much of the attention since has focused on addressing why the program 
has not made greater inroads in insuring the estimated 10 million children who lack 
health coverage. Indeed, recent research has found that, in most states, unprece- 
dented time, energy, and resources have been committed to SCHIP outreach and 
simplifying the enrollment process. Marketing efforts have generally involved 
statewide mass media campaigns and community-based strategies, and programs 
have worked to avoid overt associations with government, instead using bright and 
colorful images and messages, as well as new names, such as Child Health (New 
York), KidCare (Florida), MIChild (Michigan), Choice (in North Carolina), 

and All Kids (Alabama). It is noteworthy that outreach efforts have been accompa- 
nied by commensurate efforts to simplify and streamline the SCHIP eligibility 
process. The vast majority of states in this study (and nationally) have adopted some 
combination of strategies, including shortening their application forms, dropping 
assets tests, allowing applications to be submitted by mail, reducing the amount of 
verification that must be submitted with applications, and providing continuous 12- 
month eligibility to children (Westpfahl Lutzky and Hill in press; Perry et al. 2000; 
Cohen-Ross and Cox 2000). 
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This study investigated whether any of these outreach or enrollment efforts were 
specially targeted toward CSHCN and their families. In short, we found none, even 
among the states that have designed special programs for CSHCN served by SCHIP. 
Rather, SCHIP marketing has been broadly cast, and the relatively few targeted 
efforts observed tended to be pointed toward various ethnic groups, including vari- 
ous Spanish-speaking and Asian groups. Furthermore, no special eligibility criteria or 
enrollment strategies were tailored for populations with disabilities (although this 
group, like all families, was expected to benefit from general simplification efforts). 

In some ways, this finding should not be surprising. Some state officials explained 
that CSHCN and their families made up too small a group to justify an investment 
in specialized outreach. In addition, many officials explained that they chose, instead, 
to target outreach efforts to the providers likely to be in contact with CSHCN. For 
example, Florida state officials described explicit strategies by the CMS program to 
inform pediatric providers of SCHIP, an approach they thought more efficient for 
reaching this subset of children. Similarly, most states’ Title V/CSHCN staff reported 
efforts to search their patient records, as well as records of leading children’s hospi- 
tals, for uninsured children and to refer them, once found, to SCHIP. On the other 
hand, some officials also admitted that states may have been reluctant to overdy 
advertise SCHIP as a program for children with disabilities for fear of adverse selec- 
tion (i.e., attracting a ‘‘sicker,” more expensive pool of child enrollees). 

We also queried SCHIP officials and other key informants about their systems for 
identifying CSHCN among those children being enrolled in SCHIP. Having this 
capacity is important because if a program expects to provide extra support or ser- 
vices to CSHCN and their families, it must first have the ability to identify these chil- 
dren, assess their needs, plan their care, and deliver a coordinated set of services 
through the systems established to address their special needs. This study reinforced 
previous research findings in that, even among the handful of states that have done 
the most work to tailor their programs for CSHCN, this fundamental step of identi- 
fying and enrolling them has proven quite challenging and problematic (Schwalberg, 
Hill, and Mathis 2000). 

To some extent, this problem stems from the lack of consensus on a definition of 
CSHCN and the challenges involved in developing policies based on alternative def- 
initions of the population. In the majority of study states, no attempt at all is made 
by program administrators to identify CSHCN — children with disabilities are served 
through the same systems as all other children and no special provision is made for 
addressing their needs. Thus, identification and care provision are left: to clinicians 
and other providers, not program administrators. 



In the seven states with special initiatives for this population, a variety of 
approaches have been tried to identify CSHCN, none of which were described as sat- 
isfactory or truly successful. For example: 
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In Florida and Pennsylvania, the SCHIP application form includes a single ques- 
tion along the lines of, “Does your child have a special health care need, or med- 
ical or developmental condition expected to last more than 12 months.^” An affir- 
mative response triggers a referral to either a managed care case manager (in the 
case of Pennsylvania) or a Title V/Children’s Medical Services nurse (in Florida) 
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for further assessment and diagnosis. Both of these states, however, have found 
that this approach ‘‘casts the net too broadly” — folly one-third to one-half of 
parents in these states have identified their children as having special needs, rang- 
ing from routine need for eyeglasses to treatment for life-threatening illnesses — 
resulting in often time-consuming and inefficient follow-up with large numbers 
of families. 

At the time of this writing, however, Florida’s CMS program, with the sup- 
port of a federal Title V grant, was studying an alternative approach. Specifically, 
four different questions, or question sequences, are being tested with a sample of 
enrollees’ parents in an attempt to develop a more discriminating and accurate 
method for identifying children who are eligible for the CMS system. 

• In North Carolina, the state’s SCHIP application originally contained no screen- 
ing question. Rather, all enrollees were given a Health Choice Handbook^ which 
included, among many items, a five-question screening form designed to identify 
CSHCN. Patterned loosely after the Questionnaire for Identifying Children with 
Chronic Conditions (QuiCCC) (Stein et al. 1997), this screen is quite broad and 
allows parents of children with birth defects, developmental disabilities, mental 
health problems, and other chronic conditions to identify their children as 
CSHCN and then call the state’s toll-free Special Needs Helpline to learn about 
additional services and supports available. 

During the first two years of Health Choice^ the state was not able to deter- 
mine how consistently this approach succeeded in identifying large numbers of 
CSHCN. As a result, state officials were designing, at the time of this writing, a 
new application form that incorporates a five-question sequence (based on a tool 
developed by the Foundation for Accountability — FACCT) that they hope will 
better identify CSHCN. With this application design, parents who answer “yes” 
to any of the five questions will have a special field identified in their program eli- 
gibility record. This field allows the state to both track the prevalence of special 
needs among SCHIP (and Medicaid) enrollees and identify children who require 
special follow-up by SCHIP and Title V staff to ensure that their service needs 
are being addressed. 

• In Alabama, California, Connecticut, and Michigan, SCHIP and Medicaid pro- 
grams primarily rely on care providers, including primary and specialty care 
physicians and local health department nurses, to identify CSHCN and refer 
them to specialized care systems. Neither state program officials nor enrollment 
broker staff directly query families about the special needs of their children dur- 
ing the health plan selection process — such discussion is explicitly avoided 
because, it is reasoned, families might be reluctant to discuss their children’s 
health status in the context of selecting a health plan, due to fear of discrimina- 
tion or denial of choice. 



Benefit Coverage 



After the passage of the Balanced Budget Act of 1997, one of the most oft-cited 
advantages of adopting a Medicaid expansion under Title XXI was that Medicaid 
extends to children the broadest possible benefits coverage and virtually open-ended 
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protection under the Early and Periodic Screening, Diagnosis, and Treatment 
(EPSDT) provisions of the statute (Center for Health Policy Research 1997; Mann 
1997;. Weil 1997),^ Similarly, one of the observed potential weaknesses of taking the 
separate-program route was the possible adoption of more limited benefit packages 
that might not fully meet children’s needs. These issues are particularly salient for 
CSHCN, whose advocates found the prevailing arguments in favor of expanding 
Medicaid particularly persuasive. 

A detailed analysis of the benefits packages of the new SCHIP programs included 
in this study reveals, however, that the worst fears of advocates — that separate pro- 
grams might adopt severely limited benefits packages — have not materialized. 
Rather, states have typically adopted rich benefits packages that, while not the equal 
of EPSDT, are quite broad and “better than most private plans,” according to key 
informants ranging from SCHIP program administrators to pediatricians, private 
insurers, and child advocates (Hill 2000; Hill forthcoming). 

More specifically, among the 14 study states with separate programs, 6 adopted 
packages based on their state employees benefit package, 3 adopted packages based 
on that offered by the HMO with the largest enrollment in the state, 2 adopted 
packages based on the Federal Employee Health Benefit Package, and 3 had pro- 
grams that predated SCHIP and had their benefits packaged grandfathered into Title 
XXL These packages typically covered preventive well-child care, physician services, 
inpatient and outpatient hospital care, prescription drugs, and laboratory and radio- 
logical services. Furthermore, most of these states explicitly augmented these bench- 
mark packages by adding coverage of services described as “critical for children,” 
including vision, dental, and hearing services (California, New York, Connecticut, 
and North Carolina), mental health and substance abuse services (Florida and Penn- 
sylvania), and durable medical equipment and rehabilitative therapies (Pennsylvania). 
Several states also adopted the periodicity schedules for well -child care endorsed by 
the American Academy of Pediatrics (Alabama, California, Florida, Michigan, and 
New York). North Carolina’s separate program was actually described as having 
more explicit coverage than Medicaid of such services as cochlear implants, eye- 
glasses, and emergency respite care. In addition, at the time of this writing, the state 
had a special initiative underway to design comprehensive case management services 
for its Health Choice program. 

Still, core benefit packages adopted for the general population of children under 
new SCHIP programs typically place limits on, or do not cover at all, many services 
that are particularly important to CSHCN and their families. For example, as shown 
in table 1, the separate non-Medicaid programs included in this study often place 
limits on ancillary therapies, home health care, mental health and substance abuse 
services, durable medical equipment, and assistive technologies. Some of these pro- 
grams completely omitted coverage of such services as nonemergency transportation, 
case management, and other enabling services — again, services that can be critical to 
people with disabilities. 

These gaps and limits in coverage call into question the ability of separate pro- 
grams to comprehensively meet the needs of CSHCN. However, when asked if they 
had heard of any instances where children needed care but were unable to receive it 
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due to coverage limits, key informants interviewed for this study could identify no 
such cases. This could possibly be explained by the fact that SCHIP programs were 
all quite new at the time of this study — with implementation experience of typically 
two years or less — or by the possibility that quality assurance and appeals procedures 
within states’ service delivery systems, also new, were not yet effectively operational. 
However, even advocates for CSHCN and state legislators (who are often quick to 
hear of problems among their constituents) could not cite examples in which cover- 
age problems had so far arisen. On the other hand, this finding might also speak to 
the health status of children who have enrolled in SCHIP, to date, or the extent to 
which current coverage policies may be successfully meeting the needs of the large 
majority of early enrollees. 



Table 1. Core Benefits Affecting Children with Special Health Care Needs in 
Non-Medicaid SCHIP Programs 



State 


OT/PT/ST* 


Durable Medical 
Equipment^/Supplles 


Home Health 


Case 

Management 


Non-Emergertcy 

Transportation 


Mental Health 
Inpatient: Outpatient 


Substance Abuse 
Inpatient; Outpatient 


AL 


If condition 
improves 


Unlimited 


60 visits 


Unlimited 


Unlimited 


30 days/year; 
20 visits/year 


72 hours/epsode up to 20 
days/year; 20 visits/year 


CA 


60 days 


Excludes therapeutic 
footwear/diabetic supplies 
covered 


Unlimited 


Unlimited 


Unlimited 


30 vislts/year; 
20 visits/year 


Detoxification: 20 visits/year 


CO 


30 visits/yeer 


$2,000/year limit/diabetic 
supplies not covered 


Unlimited 


Not covered 


Not covered 


45 days/year: 
20 days/year 


Unlimited; 20 visits/year 


CT 


Unlimited 


Unlimited 


Unlimited 


Not covered 


Not covered 


60 days/eligibility 
period; 30 

days/eligibility period 


60 days for drug abuse, 45 
days for alcohol abuse/ 
eligibility period; 60 visits/ 
eligibility period 


■ PL' 


24 visits/60 days 


Unlimited 


Unlimited 


Not covered 


Not covered 


30 days/contrect year; 
40 days/contract year 


37 days/yeer: 40 visits/year 


MA 


90 days; no limits 
if under age 3 


Excludes eyeglasses, hearing 
aids and therapeutic footwear/ 
diabetic suppiies covered 


Unlimited 


Not covered 


Unlimited 


Uniimited if medically 
necessary 


30 days/year cap rehab, 
unlimited detox; 20 
visits/year 


Ml 


Unlimited 


Uniimited 


120 

visits/year 


Only for mental 
health conditions 


Not covered 


Excluded non- 
Medicaid benefits 


Unlimited 


MS 


Unlimited 


Uniimited/some iimits on 
disposabie suppiies 


$1 0,000/year 
with prior 
approval 


Provided by 
carrier 


Not covered 


30 days/year; 
52 days/year 


S8,000/beneflt period; 
$16,000 per lifetime and 
outpatient 


NJ 


60 visits/year 


Uniimited 


Unlimited 


Covered when 
medically 
necessary 


Invalid coach 
transportation 


Unlimited 


Unlimited 


NY 


PT and OT short- 
term 


Commodes, waikers, 
diabetics, and wheelchairs 
covered/diabetic supplies 
covered 


Minimum 40 
visits/year 


Not covered 


Not covered 


30 days/year; 
60 visits/year 


30 days/year; 60 visits/year 


NC 


Unlimited 


Unlimited 


Minimum 60 
visits/year 


Unlimited 


Not covered 


Unlimited; 
26 visits/year 


Per authorization of case 
manager; 26 visits/year 


PA 


60 days 


Unlimited 


Unlimited 


Only for mental 
health conditions 


Not covered 


Unlimited 


Unlimited 


TX 


Unlimited 


$20,00Q/year cap for DME and 
disposable supplies (diabetic 
supplies and equipment not 
counted against cap) 


Unlimited 


Uniimited 


Optional 


45 days/year; 
60 visits/year 


Detox/crisis stabilization 14 
days/year, 60 days for partial 
hospitaiizetion; 1 2-week 
limit for rehab 


WA 


Unlimited 


Unlimited 


Unlimited 


Unlimited 


Unlimited 


Unlimited; 
26 visits/year 


3 days alcohol detox, 5 days 
for other drugs, unlimited 
for youths, 6 months 
treatment for women; 150 
hours every 2 years except 
for the methadone program 
and pregnant, postpertum, 
and parenting women 



Sources: State Children’s Health Insurance Program 1999 Annual Report. National Governors Association and National Conference of State 
Legislatures. 

Notes: 

a. OT = occupational therapy, FT = physical therapy. ST = speech therapy. 

b. DME = durable medical equipment. 

c. In Florida, service limits shown are those of the Healthy Kids component of KidCare, not the CMS or MediKids components, for which 
full Medicaid benefits are covered. 
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Regardless, as mentioned in the previous section, there were, among our study 
states, a small number that carefully considered the needs of CSHCN during the 
design phase of their SCHIP programs and planned special provisions to better meet 
those needs. Two of these — Connecticut and North Carolina — specifically focused 
on benefit policies and created special protections in the form of wraparound cover- 
age for CSHCN. These states’ initiatives are described in detail below. 



HUSKY Plus — Connecticut 

Connecticut's Healthcare for Uninsured Kids and Youth (HUSKY) program offers a set of wraparound 
benefits for children with special health care needs through the HUSKY Plus program. HUSKY Plus offers 
additional physical health, behavioral health, and support service to children who have special needs or whose 
needs exceed the basic benefits covered under the HU5JYT program, the intent being to provide services beyond 
those offered by HUSKY B — the state’s separate SCHIP program- — and to extend Medicaid -equivalent cover- 
age to children with special needs. The HUSKY Plus Physical package, which was modeled after the state’s Tide 
V Children with Special Health Care Needs program, includes both clinical services not covered under HUSKY 
B and support services, including family support, advocacy, and care coordination. This supplemental coverage 
is, in theory, available to all children who meet the state’s definition of CSHCN: “children who have chronic 
physical, developmental, behavioral, or emotional condition (biologic or acquired).., (who) also require health 
and related services (not educational and recreational) of a type and amount not usually required by children of 
the same age.” 

The HUSKY Plus Behavioral program offers a narrower set of “integrated community services” designed 
to supplement the behavioral services covered under HUSKY B. These include intensive case management, in- 
home psychiatric and substance abuse treatment, and 24-hour mobile crisis services. These support services are 
provided in conjunction with the traditional inpatient and outpatient behavioral health services provided 
through the HUSKY B plans. 

Under HUSKY 5, services arc provided through three contracted managed care plans. HUSKY Plus scr- 
vices, on the other hand, are administered by three contracted agencies, two for the Physical pro^c^sn (Con- 
necticut Children’s Medical Center in Hartford and Yale/New Haven Hospital in New Haven) and one for the 
Behavioral program (Yale/New Haven Hospital). Enrollees in the Physical program choose one of the two con- 
tractors to manage their care and provide support services; however, they continue to receive routine and spe- 
cialty clinical services from their managed care plan and its community providers. The contractor for the Behav- 
ioral program works with a network of child guidance centers and hospital clinics organized in 10 regions 
throughout the state. 

The managed care plans participating in HUSKY A (Medicaid) and .B are paid on a per- member-per- month 
capitation basis. Under HUSKY Plus, however, the three contractors are allotted a set budget per year for admin- 
istrative and clinical expenditures. A $5 million fund was divided equally between the Physical and Behavioral 
programs; in the Physical program, each center receives a budget to fund staff salaries, and a common pool is 
administered by one of the contractors for clinical services provided to enrollees in both centers. For the Behav- 
ioral program, the contractor administers the entire $2.5 million fund, from which it funds a portion of its direc- 
tors’ salaries and pays its subcontracting providers on a fee-for- service basis. 

Access to both wraparound packages depends on identification and referral by the managed care plans in 
which children are enrolled; however, children can also be referred by their providers or parents. The state 
Department of Social Services has developed a referral form for plans and providers to use to identify children 
they suspect might be eligible for coverage; this form requests only preliminary diagnostic information and 
does not include specific questions intended to identify children who meet the broad, functional definition out- 
lined above. Rather, it is the Plus contractors who, upon receiving the referrals, conduct more in-depth diag- 
nostic evaluations to determine whether children are eligible for Plus benefits. 

During the first two years of implementation, the major challenge for the HUSKY Plus program appears to 
have been ensuring access to wraparound services for all of the CSHCN who might benefit. Health plan repre- 
sentatives whom we interviewed reported some confusion about the eligibility standards for HUSKY Plus, con- 
fusion that may have contributed to low rates of referrals to the wraparound program. Family support and care 
coordination staff in both P/«r programs also suspected that plans and providers were conservative in making refer- 
rals to Phts, sending over only those children who had fully exhausted their core benefits and, thus, would be eli- 
gible for supplemental coverage. Plus providers felt strongly, however, chat care coordination and family support 
services could be extremely useful to a broad range of children and families, whether or not they had exhausted 
the clinical services available through HUSKY B. Thus, while the HUSKY model includes many of the elements 
necessary for a comprehensive system of care for CSHCN, the challenges lie in their implementation. 
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Wraparound Benefits for GSHGN in North Garolina 

North Carolina’s Health Choice for Children is a separate state program, based on the State Employ- 
ees Health Plan, that uses a fee-for-service delivery and financing system. In addition to the basic ben- 
efits offered to ail children, wraparound benefits are available to children with special health care needs. 
The program’s basic benefit package includes the full range of medical benefits offered under the state 
employees’ health plan, as well as dental, vision, and hearing benefits. However, this benefit package 
excludes certain types of durable medical equipment, such as hearing aids, chairs, and walkers; some 
nutrition therapies and special formulas; speech therapy for children with behavioral disorders; aug- 
mentative communication devices; and some assistive technologies. In addition, some behavioral ben- 
efits are excluded as well, includihg day treatment, high-risk intervention, and client behavioral inter- 
ventions. 

To remedy these omissions, a wraparound package was developed for children whose needs 
exceeded the limits of the basic benefit package. The intention of this additional package was to offer 
a level of benefits equivalent to that available through Medicaid; therefore, the services identified as 
being covered by Medicaid but excluded from Health Choice^ such as those listed above, were included 
in the wraparound package. In addition, two support services were included that are not offered by 
Medicaid: emergency respite care and service coordination for children with chronic physical conditions 
and for those with mental health or substance abuse problems or developmental disabilities. 

To identify children who may be eligible for these benefits, the state Division of Public Health 
created a five- item screening questionnaire that is sent to all enroUees with their insurance card. Parents 
are instructed to call a Special Needs Helpline if they answer “yes” to any of the five questions, which 
were designed to identify children with a broad range of conditions, including birth defects, develop- 
mental delays, behavioral problems, and chronic physical conditions. 

Services under Health Choice are delivered through a statewide indemnity system for physical and 
mental health services. The State Employees Health Plan, through its contractor. Blue Cross/Blue 
Shield (BC/BS), administers benefits and processes physical health care claims under both the basic 
benefit package and the wraparound benefit. BC/BS, in turn, subcontracts with a behavioral health 
administrative service organization. Value Options, to provide utilization review for mental health and 
substance abuse benefits beyond those covered by the core package. The state’s authorizing legislation 
specifically prohibits the development of a closed “provider network”; therefore, any licensed provider 
in the state may participate in Health Choice. Although this approach offers open access to any partici- 
pating provider (reportedly including most primary care providers and specialists in the state), it has the 
drawback of not ensuring enrolled children a medical home, making it difficult to track and monitor 
the services used by any particular child. 

All claims under the core benefit and the wraparound package are reimbursed on a fee-for- service 
basis, and neither BC/BS nor Value Options is at financial risk through the program. For the core ben- 
efit, funds are allocated to the State Employees Health Plan based on a per-child-per-month premium. 
In addition, a special $15 million fund was set aside to cover claims under the wraparound package. To 
date, the vast majority of claims for services for CSHCN have been approved for coverage under the 
basic benefit, as opposed to being debited against the special fund; under the program’s financing struc- 
ture, BC/BS has little incentive to shift costs from the basic benefit to the wraparound package. 

In sum, it appears that CSHCN enrolled in Health Choice enjoy a comprehensive benefit package 
and have a wide array of health care providers to choose from. However, it is unclear whether the rel- 
atively low rate of use of the special fund for CSHCN is due to low rates of enrollment of this popula- 
tion, limited access to specialty services, or the incentives inherent in the program’s fee-for-service pay- 
ment system. 
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Service Delivery and Payment Arrangements 



In designing their SCRIP programs, state policymakers’ first decision, as discussed 
above, was whether to expand Medicaid or establish a separate children’s health pro- 
gram (or both). States that chose only to expand Medicaid would, of course, then 
use that program’s provider networks or managed care systems to serve new 
enrollees. States that chose to develop separate programs, however, still faced the 
choice of using existing delivery systems developed by Medicaid or designing new 
provider networks to serve newly eligible children. 

Indeed, this emerged as one of the more interesting issues in states with separate 
programs, with decisions regarding delivery systems often reflecting policymakers’ 
relative level of confidence in Medicaid as well as their depth of knowledge of the 
state and local health care environment. In many states, for example, well-established 
Medicaid managed care systems, or a recent, well -received rollout of new Medicaid 
managed care initiatives, helped set the stage for SCRIP; in states such as California, 
Connecticut, Colorado, Massachusetts, and New York, SCRIP programs have con- 
tracted with most, if not all, of the same managed care plans that participate in Med- 
icaid. 



In other states, however, Medicaid did not enjoy the same level of acceptance 
among policymakers, providers, or the public, and thus support for the use of its ser- 
vice delivery infrastructure for SCRIP was undermined. Chronic problems with low 
provider participation or unsettled Medicaid managed care systems have combined 
to cause serious access problems in some states, leading policymakers to conclude 
that Medicaid delivery systems were too flawed to further build upon. In our sam- 
ple, Alabama, Michigan, and Pennsylvania stand out as examples of states that set out 
to design entirely new SCRIP service delivery systems built around contracts with 
strong Blue Cross/Blue Shield organizations that enjoy significant penetration in the 
private health insurance markets.^ SCRIP designers in these states saw particular 
advantage in the possibility of contracting with these organizations under SCRIP 
and extending more “mainstream” coverage to children enrolled in their new pro- 
grams. 

Following the example of both the private insurance market and an increasing 
number of state Medicaid programs, nearly all of the SCRIP programs in our study 
rely on managed care systems to pay for and deliver health care; among our sample 
of 18 states, Alabama and North Carolina are the only ones that rely primarily on 
fee-for-service models under SCRIP. Managed care was described as appealing to 
policymakers on several levels: It allows them to better predict program expendi- 
tures, and it can offer insurance coverage through private-sector systems that may 
more closely resemble private insurance than those of a public program. Thus, 
whether utilizing Medicaid delivery networks or not, most SCRIP programs have in 
common their use of managed care arrangements. 
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The decision by most states to use managed care systems under SCRIP can be 
seen as a reflection of policymakers’ assumption, whether conscious or not, that man- 
aged care systems in their states possess the capacity to adequately serve all children, 
including those with chronic illnesses and disabilities. Indeed, as most states did not 
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focus significant attention on issues related to CSHCN during their program design 
phases, they have, by default, designed programs in which CSHCN receive their care 
through the same systems as all other children. However, once again, much contro- 
versy surrounds the issue of whether mainstream managed care systems have the 
experience and capacity to effectively serve CSHCN. 

When asked whether their contracts with managed care plans contained any spe- 
cial provisions designed to safeguard CSHCN — such as provisions regarding the 
makeup of provider networks and requirements that they include specialty and other 
providers with expertise serving children with disabilities — the majority of SCHIP 
program administrators said the contracts did not. However, they also reported high 
levels of satisfaction with the breadth and depth of the plans with which they con- 
tracted and that they had heard of no cases, to date, in which SCHIP enrollees had 
not been able to access the care or services they needed. Once again, the relative 
youth of SCHIP programs at the time this study was conducted and the limited 
experience of plans in serving this population provide reasonable cause for accepting 
these initial positive findings with caution. 

Ideally, state officials would systematically gather information that would allow 
them to analyze the appropriateness of the care provided to CSHCN under Medi- 
caid and SCHIP programs. However, states’ efforts to monitor and ensure the qual- 
ity of care provided to CSHCN appear to be less consistent under SCHIP than under 
Medicaid managed care initiatives, and a recent federal initiative may widen this dis- 
parity. In response to provisions of the Balanced Budget Act of 1997, HCFA recently 
issued interim criteria for evaluating states’ requests for waivers to enroll CSHCN in 
managed care under Medicaid.^ These criteria include specifications that relate to the 
environment and program administration, purchasing strategy, access and quality, 
benefits and delivery system, breadth of provider networks, evaluation and reporting, 
financing, and other safeguards to ensure that managed care initiatives meet the full 
range of needs of CSHCN (HCFA 1998). However, these criteria do not apply to 
SCHIP programs and no discussion has yet occurred to suggest that they will. On 
the state level as well, this study found that states often subject Medicaid managed 
care plans to closer scrutiny than they do plans contracted under SCHIP; Connecti- 
cut’s contracts with health plans, for example, require that they submit encounter 
data for their Medicaid enrollees but not for their SCHIP enrollees. 

The use of managed care also raises issues regarding incentives inherent in capi- 
tated payment systems. In general, paying managed care organizations on a capitated 
basis provides an economic incentive to minimize or withhold services. For children 
with complex needs, this is particularly worrisome, as these children are the most 
likely to require costly care. Thus, states and researchers are working to develop 
methods for adjusting capitation rates to compensate plans appropriately for the care 
of CSHCN (Hwang, Ireys, and Anderson 2000). However, these methods are still 
in the developmental stages and among the states in this study, only Michigan was 
developing risk-adjusted rates to pay plans for the care of CSHCN under SCHIP. 

Of note, four states in our study were not content to assume that mainstream sys- 
tems would be sufficient to meet the challenges of serving CSHCN. These states, 
therefore, designed new, or adapted existing, service delivery arrangements to be 
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more responsive to the needs of these children. The special service delivery arrange- 
ments established in Alabama, California, Florida, and Michigan are described in 
detail below. 



All Kids Plus — ^Alabama 

In order to better serve children with special health care needs, Alabama amended its SCHIP 
program. All Kids^ to include a special service delivery arrangement. All Kids Plus. Essentially, 
All Kids Pitts represents an expansion of the service delivery network available to children 
enrolled in SCHIP, achieved via a series of contracts between the Alabama Department of Pub- 
lic Health (the SCHIP lead agency) and three entities that historically have played a key role in 
serving CSHCN in the state: the Alabama Department of Mental Health and Mental Retarda^ 
tion (DMH/MR), the Alabama Department of Rehabilitation Services (DRS, which includes the 
Title V/CSHCN and Part C/Early Intervention programs), and the Sparks Center (a specialty 
clinic at the University of Alabama). Under the contracts, these agencies can now serve children 
enrolled in All Kids and receive enhanced federal matching funds as long as they agree to supply 
the state share of funding needed to support the required services; 

Alabama attempts to identify children with special health care needs — ^o categorized based 
upon the definition used by the federal Maternal and Child Health Bureau^ — upon enrollment 
into All KidSy through the use of a pediatric health questionnaire that is part of the program’s 
application packet. Any child identified through tliis process is informed of and referred to an All 
Kids Plus provider. In addition, however. All Kids providers may identify children with special 
needs and refer them directly to All Kids Plus, Finally, the All Kids Plus contracted providers may 
identify uninsured children among their patients and assist them with enrolling in All Kids (and, 
by extension, All Kids Plus), 

After a child is referred to an All Kids Plus provider, he or she is assigned a case manager 
who then develops a treatment plan and preauthorizes all needed services either within or out- 
side of that setting. Although All Kids Plus does not represent a specified wraparound benefit 
package, it does identify and can authorize a range of services that it anticipates many CSHCN 
may need, including intake and evaluation; screening and assessment; case management; basic 
and adaptive living skills; counseling/testing/intervention; medical/surgical services; dental, 
vision, audiology and speech-language services; nutrition services; durable medical equipment; 
physical and occupation therapy; mental health and substance abuse services; in-home/commu- 
nity services (including respite, personal care attendant, homemaker/chore services, companion 
services, home health nurse, home health aide, behavioral aide, and transportation); special 
instruction/training; and social work services. These services must be provided by appropriately 
credentialed professionals. 

All Kids Plus agencies bill Blue Cross/Blue Shield for all services provided, and reimburse- 
ment is adjusted to equal the actual costs that the agencies incur. The Alabama Department of 
Public Health then reimburses the insurance vendors in the same manner that they handle reim- 
bursement for the basic program. 

Alabama’s approach is unique among those of the states included in this study. In essence, 
the program is a financing mechanism for providers and agencies that are already serving 
CSHCN with state-only funds. Enabling the receipt of enhanced federal matching funds is 
intended to permit these agencies and providers to significantly expand their capacity to serve 
CSHCN. With the increased revenue, these agencies are expected to, over time, either expand 
the range of services they provide or serve a larger number of children. 
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The California Children’s Services Carve-Out 



Californians Healthy Families program uses a carve -out approach to serving children with special health 
care needs. Children with chronic illnesses are enrolled in mainstream managed care plans for their primary 
and acute care, but receive the specialty services related to their conditions through California Children ’s 
Services (CCS) program, the state’s Title V Children with Special Health Care Needs program. In addi^ 
tion, children who are diagnosed with serious emotional disturbance (SED) receive behavioral health services 
from County mental health dep:^ments (CMHDs). These carve-ouc arrangements replicate those in place 
under Medi-Cal, the California Medicaid program. 

Healtljy Families^ \ht state’s separate SCHIP program, covers children who have family incomes below 
250 percent of the federal poverty level. All families, including those with CSHCN, apply for the program 
through a mail-in application form, and upon enrollment are asked to choose a managed health, vision, and 
dental plan for their children. The state agency that administers Healthy Families^ the Managed Risk Med- 
ical lhsurance Board (MRMIB), requires that each participating health plan sign a Memorandum of Under- 
standing with the CCS programs and mental health departments in their counties. These memoranda require 
that plan providers receive training in the CCS program’s eligibility requirements — CCS services are avail- 
able to children with certain medically handicapping conditions. If a pediatrician or specialist identifies a 
Healtljy Families enroUee as having a condition that may qualify for CCS, a referral is made to the county’s 
CCS program to determine the child’s medical and financial eligibility. Similarly, children who are suspected 
of having SED arc referred to the CMHD for an assessment of their SED eligibility. 

Children who arc eligible for CCS may receive a full range of specialty services for their CCS-eli^ible 
condition^ including diagnostic services, hospital and physician care, laboratory services, durable medical 
equipment, prescription drugs, home health, orthodontic services, HiV testing/monitoring, follow-up ser- 
vices for high-risk infants, and physical and occupational therapy. Limits on the Healthy Families benefit 
package (e.g., limits on therapy visits) do not apply to the CCS-eligible condition. The CCS program is 
responsible for authorizing and arranging for these specialty services, which are provided through CCS- 
certified, or “paneled,” providers. While Healtljy Families plans arc not required to contract with the CCS- 
paneled providers in their counties, they are encouraged to do so; however, children may have to change spe- 
cialists when they enroll in CCS. Behavioral health services for children diagnosed as SED are provided 
through the CMHDs. The policy goal of this carve-out benefit is to provide access to experts in children’s 
mental health services through each county’s publicly funded mental health program. 

In any carve-out system, the major challenge is coordination between two systems of care. Although 
Healthy Families phns and county CCS agencies are required to have Memoranda of Understanding in place, 
state regulations do not spell out the degree or method of communication and coordination between the 
two systems. Thus, communication and. information sharing between plans and CCS programs have been 
inconsistent and not based on formal protocols, we found. Coordination problems also appear to exist at the 
client level: Although the Healthy Families plans and CCS programs provide care coordinators to oversee the 
services their agencies provide, no single agency has responsibility for coordinating the full range of services 
that CSHCN receive. To address such issues, the state convenes quarterly meetings of “stakeholders” to 
identify problems and develop solutions. 

Healthy Families plans are paid on a capitation basis. These capitation rates include primary care and 
specialty services not provided through the CCS program. Providers of carved-out specialty services are paid 
on a fee- for- service basis, using Medi-Cal’s rate schedule. Because the plans receive capitated rates and are 
not responsible for specialty care for CCS conditions, their incentive is to refer as many enrollecs as possible 
to CCS. This can cause problems for specialty providers, who may first have to receive a denial from CCS 
before they can bill Healtljy Families plans. 

California’s carve-out approach has both advantages and disadvantages. CSHCN have relatively open 
access to qualified providers through the CCS program that they might not have had if they were limited to 
a commercial plan’s network. In addition, children and families benefit from the CCS program’s infrastruc- 
ture of specialty physicians, clinics, and hospitals and the county mental health infrastructure available to 
serve SED children. However, California’s complex managed care system, coupled with the county- based 
CCS and mental health systems, increases the potential for fragmentation of services and complicates the task 
of care coordination for CSHCN. The challenges presented by a county-based carve-out model call for 
strong state leadership and rigorous quality monitoring to assure that CSHCN have access to and receive 
high-quality, coordinated care. 
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The Children’s Medical Services Network — ^Florida 

Florida’s KidCare program encompasses four programs. In addition to Medicaid, the state has established 
three SCRIP components for different populations of children with family incomes under 200 percent of 
the federal poverty level: MediKids, a non entitlement program offering Medicaid benefits to children under 
age 5; Healthy Kids, a separate state program for school-age children’ and Children’s Medical Services 
(CMS), a specialty network providing primary and specialty services for children with special health care 
needs. Thus, Florida’s approach represents a specialty managed care model of serving CSHCN under 
SCRIP. This model represents an extension of the approach in use for several years under Florida’s Medi- 
caid managed care initiative, which exempts Medicaid CSHCN from enrollment in the state’s capitated 
HMOs and enrolls them in the CMS Network, which is operated by the state’s Title V program. Under 
KidCare^ the same system is used to serve CSHCN, but services are financed under a capitated rate rather 
than through fee-for-service payments. 

The CMS Network, which operates independently in each region of the state, serves children who are 
found to have a functional disability or condition expected to last 12 months that requires extra or special 
medical care, therapies, supplies, or equipment. In addition, the state has also implemented the Behavioral 
Health Specialty Care Network (BHSCN), a pilot program for children with behavioral health care needs. 
This program, which is open to 300 children statewide, allows children with serious emotional disturbances 
(SED) to enroll in CMS and to receive an enhanced package of behavioral health services. 

Most children who may be eligible for the CMS Network are initially identified through a question on 
the KidCare application form, asking whether the child has a medical or developmental condition that is 
expected to last at least 12 months. When an applicant checks “yes” to this question, the application is 
referred to the CMS office in the child’s region. While the financial eligibility determination is being con- 
ducted by KidCare^ the CMS case managers determine whether the child meets the CMS functional and 
diagnostic criteria. The BHSCN uses its own screening and assessment process to determine clinical eligibil- 
ity. Because the screening question on the application form does not ask about mental or behavioral health 
needs, very few applications indicate a need for behavioral health care; most referrals for the pilot program 
arc generated through CMS or through locally based outreach to providers. Once a referral has been made, 
a behavioral health assessment is completed. If the child is eligible for the BHSCN, the enrollment forms are 
for^vardcd to CMS. 

The CMS Network provides children with the full Medicaid benefit package as well as other medically 
necessary services, including early intervention, respite, genetic testing, genetic and nutritional counseling, 
parent support, and care coordination. BHSCN provides all of the behavioral health benefits available to 
Medicaid enrollees as medically necessary, plus an assortment of enhancements such as individualized wrap- 
around services, intensive case management, respite care, and other support services. No limits are placed on 
inpatient services, treatment planning, clinic visits, evaluation and testing services, day treatment, home and 
community rehabilitative services, or pharmaceutical services. In both of these benefit packages, compre- 
hensive care coordination is critical for helping families to gain access to and manage the variety of services 
their children need. 

CMS enrollees are served through a provider network — including primary care providers, specialists, 
hospitals, DME suppliers, and therapists — developed specifically for CMS through a credentiaiing process. 
The Behavioral Health Specialty Care Network allows the behavioral health care of children with the most 
severe mental health needs to be provided outside of the main CMS system, but CMS is the medical home 
for all BHSCN enrollees. Each district negotiates risk- bearing contracts with a lead agency, usually a com- 
munity mental health center, which may in mrn subcontract with other community-based providers to pro- 
vide the fiill array of covered services. 

All of the KidCare programs are funded on a capitated basis; however, the methodologies used to 
develop the rates and the rates themselves vary across the four programs. CMS receives age -adjusted monthly 
payments that range from 6 to 40 times the rates paid for children enrolled in Healthy Kids. These rates were 
developed based on historical CMS program expenditures under Medicaid. In the program’s new capitated 
structure, risk is assumed by the CMS program at the state, rather than the regional, level. 

The system of care for low-income children in Florida presents something of a paradox. On one hand, 
the system is complex from both an administrative and a consumer perspective. The use of four separate pro- 
grams to cover children of different ages, income levels, and diagnoses has the potential to cause confusion 
among consumers, and creates a significant outreach and marketing challenge for state officials. However, 
use of a specialty system to serve CSHCN regardless of age or income, along with the state’s history of devel- 
oping state- level partnerships and local infrastructures through which to serve these children, has con- 
tributed to the establishment of an inclusive, comprehensive system for their care. 
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MIChild Special Health Flans — Michigan 

Michigan’s MIChild program is a separate state SCHIP program modeled oh the state employees 
health plan. Under this program, children with special health care needs may be served through the 
Children’s Special Health Care Services (CSHCS) program, the state’s Title V CSHCN program, if 
they choose to enroll in this program rather than a mainstream MIChild plan. Thus, this model rep- 
resents a voluntary specialty system. 

The CSHCS program offers two distinct delivery systems. In 35 counties, enrollees have the 
option to join one of two Special Health Plans that receive capitated payments to provide compre- 
hensive care to CSHCN. Those who opt not to join a Special Health Plan and those who live in coun- 
ties without Special Health Plans are enrolled in CSHCS’ fee-for-service plan. Under this option, 
enrollees receive specialty services through CSHCS providers and enroll in Blue Cross/Blue Shield for 
care unrelated to their CSHCS qualifying condition. 

The state’s enrollment contractor, Maximus, is responsible for brokering managed care enroll- 
ment in all of the state’s public-sector insurance programs, but the agency maintains a separate phone 
line and trained staff dedicated to the CSHCS program. When children are identified as potentially eli- 
gible for CSHCS (by primary or specialty care providers, or by local health departments, who may 
receive referrals from anyone in the community), their parents are asked to complete a CSHCS appli- 
cation and to join the CSHCS program. If they are found eligible, their names are forwarded to Max- 
imus, which sends each family a packet of information that guides them through the process of select- 
ing from among the plans available in their county. If the family chooses to enroll in a Special Health 
Plan, the child will be disenrolled from the mainstream health plan he or she was enrolled in under 
MIChild, 

Once enrolled in a Special Health Plan, children are eligible for virtually all the benefits available 
under the Medicaid program. However, dental services (if they are not related to the CSHCS qualify- 
ing diagnosis) are provided through separate MIChild dental plans, and coverage of mental health ser- 
vices through the Special Health Plans is limited to 20 outpatient visits each contract year. Additional 
mental health services are provided through the community mental health system in each county. 

A centerpiece of the CSHCS Special Health Plans is the care coordination services they offer. Each 
enrollee chooses a local care coordinator, who is housed in a community-based agency and is respon- 
sible for monitoring the child’s care, and is assigned to a plan-based care coordinator, who is housed 
within the plan and is responsible for reviewing and authorizing services and responding to questions. 
The local care coordinator is responsible for developing an individualized health care plan for each 
child, which serves as a standing referral and authorization for all primary and specialty services each 
child may use in a year. Finally, each plan is also required to employ a “family-centered care coordina- 
tor” who works on the policy and system levels to assure that the plan’s policies meet families’ needs. 

The Special Health Plans are paid on a capitated basis for all enrollees; however, at this time, the 
plans are not at risk for the cost of their care. For children who are enrolled in both MIChild and 
CSHCS, the plans are actually paid two capitation rates: one rate for CSHCS services, plus an addi- 
tional MIChild capitated payment. The CSHCS rates are risk-adjusted based on the child’s age, diag- 
nosis, Medicaid eligibility status, and geographic region, while the MIChild rate is standard for all chil- 
dren in each age and sex category. The CSHCS rate is intended to cover the cost of specialty care for 
children ineligible for Medicaid, and the MIChild rzic is the standard rate for comprehensive care for 
children who do not have special health care needs. Thus, the two together are expected to cover the 
full costs of care for children eligible for both programs. However, because the population is small and 
the costs of their care are unknown, the state plans to use a cost settlement process with each plan at 
the end of the program’s first 15 months. That is, the state will pay the plans for any costs incurred 
above the capitation rates paid, or it will cake back any amount paid that exceeds actual expenditures. 
Thus, the state, not the plans, is ultimately at risk. 

In sum, Michigan’s model of managed care for children with special health care needs shows sig- 
nificant promise. Its cautious use of risk- adjusted capitated rates, strong history of family involvement 
in program design and oversight, and support for community-based care coordination are not com- 
monly found in mainstream Medicaid managed care systems and may prove to be excellent models for 
the care of CSHCN under SCHIP. However, the low number of children enrolled in the program (to 
be discussed later) indicates either that the number of CSHCN actually enrolled in MIChild is low or 
that many children in the state’s CSHCS program have Medicaid or other private insurance and are 
thus not eligible for MIChild. 
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Cost Sharing 

Another key difference between SCRIP programs adopted as Medicaid expansions 
and those that represent separate programs relates to cost sharing. Medicaid-based 
SCRIP programs, unless they operate under Section 1115 demonstration waivers, 
must abide by Title XIX program cost-sharing rules, which limit states from charg- 
ing premiums and imposing cost sharing on preventive services. On the other hand, 
states adopting new programs under SCRIP are permitted considerably more flexi- 
bility to impose cost sharing on enrollees. Although still prohibited from charging 
copayments for preventive care, separate programs may require premiums, copay- 
ments, and deductibles from virtually any family enrolled in SCRIP — ^for families 
with incomes below 150 percent of the FPL, cost sharing must be ‘^‘^nominaP’ and 
premiums cannot exceed $19 per month; for families with incomes greater than 150 
percent, states may impose premiums on a sliding scale, as long as they don’t favor 
families with higher incomes over those with lower incomes, and as long as aggre- 
gate cost sharing does not exceed 5 percent of family income. 

Generally speaking, the states in this study have embraced cost sharing as appro- 
priate — the vast majority of key informants we interviewed, including child advo- 
cates, believed that it was not unreasonable to ask families with earnings to con- 
tribute at some level to the cost of their children’s care. Politically, the ability to 
impose cost sharing was critical to the passage of SCRIP in many states, according 
to state legislators. Among program administrators, cost sharing was seen as a tool 
to distinguish SCRIP from Medicaid and as a means for reinforcing the image that 
SCRIP was not a government welfare program, but rather a program that was “like 
private insurance.” Even the Medicaid expansion states in this study, each of which 
has a 1115 waiver, have chosen to impose premiums and copayments upon higher- 
income families enrolling in SCRIP (Rill and Ullman forthcoming). 

In interviews conducted for this study, nearly all key informants reported satis- 
faction with the levels at which cost sharing had been established, reporting that pre- 
miums and copayments seemed “nominal and affordable.” Many state and local offi- 
cials even expressed the belief that the presence of premiums and enrollment fees 
actually made their programs more attractive to families, particularly for those work- 
ing poor who may view a free program as “welfare.” Importantly, with the exception 
of those in Colorado, key informants also rarely reported hearing about or observ- 
ing that cost sharing was imposing any barriers to either enrollment or service use.^ 
Rowever, once again, future quantitative analysis is required to verify whether this 
anecdotal evidence is valid. 

Of course, families with CSRCN run a greater risk of incurring high out-of- 
pocket costs for health care because of their children’s higher-than-normal rates of 
service use. Thus, SCRIP copayments, in particular, hold the potential to pose a 
disproportionate risk to these families. On the other hand, the Title XXI statute 
protects families from paying more than 5 percent of their incomes for SCRIP cov- 
erage. 

When queried on this issue, key informants reported that they had not heard of 
cases in which families with CSRCN had experienced financial hardship as a result of 
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SCRIP cost sharing. On the contrary, providers, advocates, and parents themselves 
were more likely to report that SCRIP cost sharing was ‘‘much cheaper” than what 
they were used to seeing in the private insurance market. Indeed, as illustrated in 
table 2, 7 of the 18 states in our study impose no copayments under SCRIP — Mass- 
achusetts, Michigan, Minnesota, New York, Ohio, Pennsylvania, and Wisconsin — 
and typical copayments in those states that do impose them are in the $5 to $10 
range (for families with incomes between 150 and 200 percent of the FPL) for many 
of the services often used by CSRCN, Of note, three states in our sample take addi- 
tional steps to shield families with CSRCN from out-of-pocket costs: California, 
Connecticut, and Florida waive copayments for families with children enrolled in the 
California Children’s Services, HUSKY Plus^ and Children’s Medical Services pro- 
grams, respectively. Although no other states waived premiums or copayments or set 
lower maximum caps on out-of-pocket expenses for families with CSRCN, cost- 
sharing rules were broadly described as reasonable and affordable by key informants, 
including parents of CSRCN and family advocates. 



Table 2. 


Copayment Policies by Service and Amount for 
in Dollars, by State and Federal Poverty Level 


Benefits Affecting CSHCN, 






AL 


CA“> 


CO 


CT* 


FL** 


MS 


MO 


NJ 


NC 


TX 


WA 


Federal poverty 
level threshold (%) 


150-200 


100-250 


<101 

101-150 

151-185 


225-300 


101-200 


150-200 


185-225 

226-300 


133-200 

200-350 


150-200 


100-150 

150-185 

185-200 


200-250 


Inpatient hospital 
services ($) 


5 


0 


0;0;0 


0 


0 


0 


0:0 


0:0 


0 


2:5:10 


0 


Outpatient hospital 
services (S) 


5 


5 


0;0;0 


0 


0 


5 


5:10 


5:5 


0 


2:5:10 


0 


Physician services 
(office visits) (S) 


5 


5 


0;2;5 


5 


3 


5 


5:10 


5:5 


5 


2:5: 10 


5 


Prescription drugs* 
{$) 


1,3 


5 


0;1;3or 5 


3,6 


3 


0 


0:10 


1,5:5,10 


6 


1,2:5,10: 

5,10 


5 


Outpatient laboratory 
and radiology 
services (S) 


0 


0 


0;0;0 


0 


0 


5 


5:10 


5:5 


0 


2:5:10 


0 


Inpatient mental 
health services ($) 


5 


0 


0;0;0 


0 


3 


0 


0:0 


0:0 


0 


2:5:10 


0 


Outpatient mental 
health services ($) 


0 


5 


0;2;5 


0:25:50 or 
50%* 


3 


5 


5:10 


0:25 


0 


2:5:10 


0 


Inpatient substance 
abuse treatment 
services ($) 


5 


0 


0;0;0 


0 


0 


0 


0:0 


0:0 


0 


2:5:10 


0 


Outpatient substance 
abuse treatment 
services ($) 


0 


5 


0;2;5 


0:25:50 or 
50%“ 


0 


5 


5:10 


0:5 


0 


2:5:10 


0 


Durable medical 
equipment ($) 


0 


0 


0;0;0 


0 


0 


5 


5:10 


0;n/a 


0 


2:5:10 


0 


Hearing aids ($) 


0 


0 


0:0;0 


0 


0 


0 


5:10 


0;n/a 


0 


2:5:10 


0 


Corrective tenses 
(including 
eyeglasses) ($) 


0 


5 


0;0;0 ■ 


5 


10 


0 


5:10 


0:0 


0 


2:5:10 


0 


Physical therapy ($) 


0 


5 


0;2;5 


0 


3 


5 


5:10 


5:5 


0 


2:5:10 


0 


Speech therapy ($) 


0 


5 


0;2;5 


0 


3 


5 


5:10 


5:5 


0 


2:5:10 


0 


Occupational therapy 
($) 


0 


5 


0;2;5 


0 


3 


5 


5:10 


5:5 


0 


2:5:10 


0 



Note: MA, MI, MN, NY, OH, PA, and WI impose no copayment requirements for children in their SCHIP programs, n/a = not applicable. 

a. Different copayments within an income group represent rates for generic vs. brand-name drugs. 

b. Copayments displayed are those that jq)ply for regular SCHIP enrollees; CSHCN who arc identified and enrolled in CA’s, CT’s, and FL’s 
special programs are exempt from copayments. 

c. Visits 1-10 have no copayment; visits 1 1-20 are subject to $25 copay; visits 21-30, lesser of $50 copay or 50 percent of cost of visit. 
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It is worth pointing out, as well, that the type of cost sharing adopted by most 
SCHIP programs is fundamentally different, and potentially less burdensome, than 
that typically imposed by private policies. For example, no SCHIP program in this 
study uses coinsurance, a common component of private indemnity policies under 
which families must pay for 20 percent or more of the cost of every service they 
receive. Furthermore, among our study states only Texas imposes a deductible as part 
of its SCHIP cost-sharing design — deductibles, also commonly used in private insur- 
ance, represent sometimes large dollar sums that families must pay entirely before 
insurance policies begin picking up the costs of care. 

Of course there were a few exceptions to these generally positive findings. In 
Florida, some parents who were accustomed to receiving assistance from their state’s 
Title V/CSHCN program for free resented having to pay premiums for that care 
under SCHIP. This resistance, reported in a limited number of cases, resulted in fam- 
ilies choosing to not enroll in SCHIP. Generally, however, these cases were excep- 
tions to the much broader rule that families with CSHCN viewed SCHIP cost shar- 
ing as both affordable and less expensive than that which they were used to on the 
private market. 

Crowd-Out "Waiting Periods" 

In contrast to Medicaid, Title XXI was explicitly created to extend insurance to unin- 
sured children. Therefore, the statute prohibits enrollees with other forms of “cred- 
itable” insurance from signing up for SCHIP. Furthermore, Congress was intent on 
avoiding the creation of a program that would substitute for existing coverage, either 
public or private, and thus required states to address so-called “crowd out” in their 
SCHIP plans and develop policies to limit its potential impact. Crowd out may occur 
when a consumer actively drops his or her coverage in order to sign up for a public 
program, or when an employer reduces or discontinues its offer of health benefits to 
employees, knowing that public coverage is available to take its place. 

This study found that crowd out assumed a prominent place among issues 
debated during the design phase of most states’ SCHIP programs. In most states 
studied, legislatures devoted significant time and energy to weighing the potential for 
crowd out under SCHIP and considering strategies to prevent it from occurring. 
Some policymakers argued that the potential for substitution was small — that low- 
income families simply did not have access to employer-based coverage and that 
efforts to prevent it might actually create barriers to enrollment. Others believed that 
the inclusion of crowd-out provisions was a sine qua non — omitting them from state 
SCHIP legislation would have been a “dealbreaker” in many of the study states 
(Westpfahl Lutzky and Hill in press). 

As a result, the majority of states in this study implemented a variety of strategies 
to prevent or discourage crowd out, including cost sharing, using application ques- 
tions that inquire about health insurance status, verifying insurance status against 
databases on private coverage, subsidizing employer-sponsored insurance, and 
imposing obligations on employers or insurers to not alter their coverage policies in 
response to SCHIP. States with the least onerous approach to addressing crowd out 
simply monitor the degree to which it is happening, usually specifying a maximum 
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acceptable threshold above which they promise to HCFA that additional measures 
will be taken. 

However, the most common — and most aggressive — strategy for discouraging 
crowd out has been the imposition of ‘‘waiting periods,” or specified periods of time 
during which a child must have been uninsured before being permitted to enroll in 
SCHIP. As shown in table 3, 11 of the 18 study states have adopted waiting periods 
ranging from two to six months in length (Westpfahl Lutzky and Hill in press). 



Table 3. 


Waiting-Period Policies 












Exception Policies 










Relevant to CSHCN 


State 


Length of 
Waiting 
Period 
(months) 


Lost Insurance 
through No 
Fault of Their 
Own 


Individual 

Insurance 

Policies 


High 

Insurance Specific to 

Costs CSHCN 


AL 


3 


X 






CA 


3 


X 


X 




CO 


3 


X 




X 


CT 


6 


X 




X 


Ml* 


6 


X 


X 




MO 


6 


X 






NJ 


6 


X 


X 




NC 


2 


X 




X 


TX 


3 


X 




X 


WA 


4 


X 




X 


Wl 


3 


X 






Total 


11 of 18 
states 


11 


3 


.4 1 



* Michigan also considers geographic access-to-care issues and waives waiting periods for those children whose private coverage does not 
afford them access to providers within a reasonable distance. 



Waiting periods have emerged as the most controversial of crowd-out prevention 
policies; some key informants argued that they create inequities for parents who have 
“done the right thing” by purchasing insurance for their children in the past, by pre- 
venting them from enrolling in SCHIP even if it offers a more comprehensive and 
affordable alternative to their current coverage. This circumstance, we found, was 
particularly applicable to parents of CSHCN. Key informants interviewed for this 
study, including parents, reported that many families earning too much income to 
qualify for SSI and Medicaid have sought and purchased insurance for their CSHCN 
on the private market. Often, this coverage was described as limited in scope or 
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expensive due to significant cost-sharing requirements in the form of deductibles, 
coinsurance, and copayments. For these families, even though SCHIP may offer a 
considerably more attractive alternative than their private coverage, waiting periods 
effectively preclude them from even considering a switch to SCHIP: Although a fam- 
ily with healthy children might contemplate dropping their private coverage and 
“going bare” for a short time, parents with a sick child simply may not feel that they 
can risk dropping that child’s coverage for even the shortest waiting period. Conse- 
quendy, children who, arguably, might benefit most from SCHIP’s affordable and 
comprehensive health coverage may often be denied access to it. 

All states permit certain exceptions to their waiting-period policies. However, 
typically, these exceptions do not relate to issues of underinsurance and address only 
situations in which a family loses coverage within the specified waiting period 
through no fault of its own. For example, most states excuse families from waiting 
periods and allow them to enroll their children in cases in which an employer recently 
stopped offering dependent coverage, or an applicant has recently lost his or her job 
(and consequently, insurance), moved, changed jobs, or had COBRA benefits expire. 

In a small but growing number of states, however, we also saw exceptions poli- 
cies that consider the cost of a family’s current coverage and excuse waiting periods 
for cases in which family costs exceed some threshold of reasonable affordability. 
Specifically, as shown in table 3: 

• Colorado waives its three-month waiting period for families with employer-based 
coverage when the employer contributes less than 50 percent of the cost of their 
premium; 

• Connecticut waives its six-month waiting period for families who pay more than 
5 percent of their gross income for their insurance coverage; 

• California, Michigan, and New Jersey^ ^ waive their waiting periods for children 
who are covered by individual policies (in recognition of the fact that such cov- 
erage is typically very expensive); 

• Texas’s three-month waiting period is waived for families that pay more than 10 
percent of their income on family coverage; and 

• Washington waives its four-month waiting period for families paying more than 
$50 per month, out-of-pocket, for employer-sponsored health care coverage. 

Although these exceptions are designed to help any family bearing a heavy finan- 
cial load for their child’s current private coverage, one might expect that such poli- 
cies may especially help parents of CSHCN, given their greater likelihood of incur- 
ring high out-of-pocket costs for their children’s care. 

Officials in North Carolina, however, have recently chosen to more explicitly 
help families with CSHCN. In October 2000 the state received federal approval of a 
plan amendment whereby its two-month waiting period will be waived for families 
with a child with special health care needs who have had their coverage terminated 
or reduced in scope so that it does not adequately cover the child’s long-term dis- 
ability. (The amendment became effective November 1, 2000.) 
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CSHCN Prevalence among SCHIP Enrollees 

At this time, most of the states in this study have had two or more years of experi- 
ence implementing at least some components of their SCHIP programs. Among 
those with special initiatives for serving children with special needs, we asked for 
reports of how many CSHCN had been identified or served by their programs. For 
contextual purposes, we also asked state officials how many CSHCN they had 
expected to find among SCHIP enrollees. In our previous analysis of this issue, states 
reported much lower prevalence of CSHCN than expected: Through late 1999, 
rates ranged fi*om less than 1 percent of all SCHIP enrollees in Connecticut’s 
HUSKY Plus program to roughly 8 percent in North Carolina’s Health Choice pro- 
gram, based on an analysis of ICD-9 diagnosis codes of enrolled children at that time 
(Schwalberg, Hill, and Mathis 2000). Notably, no state among the five included in 
the study was serving anywhere near the estimated 17 percent prevalence of CSHCN 
among their population of uninsured put forth in recent research literature (Newa- 
check et al. 1998). 

Even with another year of experience to draw on, however, it appears that states 
have not found large numbers of CSHCN among their SCHIP-enrolIed population. 
Although states had very different assumptions regarding how many CSHCN they 
would enroll and reported “prevalence” in very different ways, the data that we 
could obtain from those states with special initiatives for CSHCN are provided 
below. 

• Connecticut officials originally estimated that 8 percent of HUSKY B enrollees 
would be eligible for HUSKY Plus Physical^ or 1,800 of the 22,300 children esti- 
mated to be eligible for HUSKY B. Of these, an estimated 400 children were 
expected to have mental health needs triggering a referral to HUSKY Plus Behav- 
ioral. Through October 2000, though, only 143 children had been served by the 
Plus Physical program and only 1 1 children were enrolled in Plus Behavioral — 
just 9 percent of expected Plus enrollment and less than 3 percent of total 
HUSKY B enrollment. 

• In Florida, state officials expected to enroll approximately 5 percent of all Kid- 
Care enrollees in the Children’s Medical Services system. By October 2000, 
about 5,200 of 184,000 enrollees had been placed in the program, a participa- 
tion rate of roughly 3 percent. 

• Michigan officials estimate that fewer than 300 of the 16,300 children enrolled 
in MIChild are also enrolled in the CSHCS program, or less than 2 percent. 

• In North Carolina, well below $1 million in Health Choice expenditures have 
been devoted to covering wraparound services for CSHCN — less than 1 percent 
of total spending. 

• Alabama has not yet implemented its All Kids Plus program and thus has not 
served any CSHCN through its special initiative. However, state officials estimate 
that 9 percent of All Kids enrollees will have special needs and be served through 
the All Kids Plus network. 
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• California was not able to provide updated data on children enrolled in CCS. As 
of August 1999, however, an estimated 2,000 of Healthy Families^ then-total 
enrollment of 152,000 were in the CCS carve-out, or just 1.3 percent. 

In our previous study, many theories were offered by state officials as to why 
these prevalence rates were lower than what they had expected (Schwalberg, Hill, 
and Mathis 2000). With an additional year to reflect, key informants interviewed for 
this study offered similar potential explanations, including the following: 

• Insufficient outreach. As described above, no state targeted any of its marketing 
efforts to CSHCN and their families, and only relatively low-level efforts have 
been directed at pediatric providers likely to serve CSHCN, as well as families 
participating in Title V/CSHCN programs. Recent research has also generally 
found considerable confusion among Americans regarding who is and is not eli- 
gible for SCHIP and Medicaid (Kenney, Haley, and Dubay in press); perhaps this 
confusion extends to families with CSHCN who might not see SCHIP as a pro- 
gram intended to serve their particular needs. 

• Inaccurate and inadequate identification. States were also dissatisfied with the 
ability of their systems to identify CSHCN among the SCHIP-enrollee popula- 
tion. As reported above, although the majority of states studied make no attempt 
to identify CSHCN, even those with special programs have found single ques- 
tions on application forms an inefficient mechanism, and fear that reliance on 
provider referrals, especially in a managed care environment, is not sufficient. 

• Programs are still new. Despite an additional year of experience, state officials 
still feel that their programs are relatively new and unknown and that, with matu- 
rity, they will attract more customers. 



• CSHCN may not be as prevalent among the uninsured as originally believed, A 

very intriguing theory posed to explain why fewer CSHCN were turning up in 
these programs than originally expected was that, perhaps, these children are not 
as likely to be uninsured as other children at the same income level. Despite 
national evidence to the contrary (Almeida and Kenney 2000), some informants 
speculated that low-income children with chronic illnesses and disabilities might 
be less likely to be uninsured, for two reasons: State Medicaid programs are likely 
to already serve many of those with the most severe conditions by virtue of their 
eligibility for SSI; and among working families with too much income to qualify 
for Medicaid, parents with CSHCN are likely to have gone to great lengths to 
secure insurance for their children through their jobs or other means. Thus, 
CSHCN might be underrepresented among children eligible for SCHIP. In 
Michigan, for example, a recent analysis found that 90 percent of all children in 
the state’s Title V/CSHCN program have Medicaid or other private insurance, 
thus rendering them ineligible for SCHIP. In a national survey of more than 
2,000 families with CSHCN at all income levels, 97 percent reported having 
health insurance, with a roughly two- thirds/one- third split between those with 
private versus Medicaid coverage (Krauss et al. 2000). Furthermore, some state 
officials noted the possibility that the CSHCN who were enrolling in SCHIP 
might have less complex conditions (such as asthma) and might be having their 
needs adequately met by states’ mainstream systems. In other words, they have 



^^Assessing 
the New 
Federalism 



28 ARE WE RESPONDING TO THEIR NEEDS? 




3 ? 



not required the extra services and supports available through specialty and wrap- 
around systems. 

• Waiting periods may be erecting harriers for underinsured CSHCN. Once 
again, state officials and family advocates are increasingly concerned that waiting 
periods, designed to discourage families from dropping existing private insurance 
to sign up for SCHIP, may have a disproportionate and particularly negative 
impact on families with CSHCN. As discussed above, the problem of underin- 
surance may be widespread among privately insured persons with disabilities; 
high deductibles and coinsurance rates, annual and lifetime benefits limits, and 
coverage exclusions can combine to make private health insurance both expen- 
sive and limited in scope, and thus inadequate to meet the needs of a disabled 
person. The Tide XXI statute, however, considers children in this circumstance 
to be insured, and thus ineligible for SCHIP. During our site visits, many SCHIP 
officials and family advocates regretted that general policies to prevent crowd out 
might be, by extension, preventing underinsured CSHCN from enrolling in a 
system that might provide them with broader and more affordable coverage for 
their conditions. 

In sum, it appears that a number of complex factors may be combining to con- 
strain the enrollment of CSHCN into SCHIP. 



Conclusions and Implications for Future Policy 



Immediately upon the passage of the Balanced Budget Act of 1997 and the creation 
of SCHIP under Tide XXI, many debates were waged over how states would use the 
flexibility afforded by the law to expand coverage, and whether Medicaid expansions 
or the creation of separate programs offered states the best opportunity for increas- 
ing children’s coverage under SCHIP. Commonly cited advantages of expanding 
Medicaid included the entidement protection it offered children, the breadth of cov- 
erage afforded by the EPSDT program, and the administrative efficiency of building 
upon existing infrastructures of state agencies, rules, systems, and networks. Separate 
programs, on the other hand, were seen as offering states the opportunity to avoid 
perceived chronic access problems under Medicaid and to design new models of care 
patterned after mainstream private insurance and free of the welfare-related stigma 
associated with Medicaid. For uninsured children with special health care needs, the 
potential downsides of separate programs — no entitlement protection, the ability to 
limit benefit packages, and the freedom to impose higher cost sharing — supported 
arguments that Medicaid expansions offered a safer route. 

Today, even with two to three years of implementation experience to observe, it 
is premature to judge whether separate programs or Medicaid expansions are better 
serving children in general or CSHCN in particular. Ultimately, it is probably impos- 
sible to reach such a sweeping conclusion, for historical and environmental contexts 
vary considerably across the states, and individual circumstances in each have dictated 
which strategy has been chosen by policymakers as offering a more viable approach. 
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Based on this study, however, we can observe that most states did not focus par- 
ticular attention on CSHCN during the design phases of their SCHIP programs. 
Rather, policymakers grappled with the larger question of whether to expand Med- 
icaid or adopt separate programs under SCHIP. Regardless of the choices made, it 
can also be said that states have tended to subject CSHCN to the same rules as all 
other children enrolling in SCHIP and have inserted CSHCN into the same systems 
of care used by the general SCHIP population. In an encouraging number of states 
with separate programs, however, we can also see that special initiatives have been 
designed that attempt to address the needs of children with disabilities and to pro- 
vide more ‘‘Medicaid-like” coverage; these efforts tend to mitigate the potential dif- 
ferences between Medicaid and separate programs. 

More specifically, this study has attempted to answer a number of questions 
regarding how, and to what degree, SCHIP programs have accounted for the special 
needs of CSHCN and designed policies to address them. What we found was mixed: 
In some key implementation areas, fescinating innovations have emerged; in others, 
little or no accommodation is being made. Key findings are summarized below. 

• Outreach^ Enrollment and Identification. In none of the study states’ SCHIP 
marketing campaigns did we see any overt efforts to reach out to CSHCN and 
their families and target them for enrollment purposes. Rather, states focused 
their energies on much broader campaigns to raise the general public’s aware- 
ness of the availability of coverage under SCHIP and on efforts to simplify eli- 
gibility rules and application processes. The few states that have implemented 
systematic processes for identifying CSHCN among children who enroll in 
SCHIP have experienced limited success with these efforts. A number of states 
did, however, describe efforts within their Title V/CSHCN programs to con- 
tact families with uninsured children, and their doctors, to inform them of cov- 
erage availability. 

• Benefits. Not surprisingly, we found benefit packages under separate programs to 
be more limited than those covered by Medicaid. However, coverage policies in 
separate programs are quite broad — often described as “much better” than typi- 
cal private coverage — ^with exceptions and limits in coverage less extensive than 
many initially feared. Although key informants in the states could not identify 
cases in which children needed benefits that were not covered, it can be observed 
that many of the services often needed by CSHCN are precisely those that are 
either omitted or subject to limits under SCHIP, such as case management, non- 
emergency transportation, rehabilitative therapies, and behavioral health services; 
this presents reasonable cause for concern. Of special interest, 2 of the 14 states 
we studied that have separate programs — ^^Connecticut and North Carolina — 
have designed wraparound benefit packages for CSHCN intended to supplement 
the basic coverage available to all children and to extend more open-ended, 
EPSDT-equivalent coverage to CSHCN in separate programs. 

• Service Delivery. The broader question of whether to rely on Medicaid delivery 
systems or design whole new networks for SCHIP tended to overshadow the nar- 
rower issue of which systems of care should be used to serve CSHCN. In almost 
every state, SCHIP programs are relying on managed care, and in most states, 
no special provisions are made to help ensure that appropriate access is extended 
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to CSHCN in these arrangements. Once again, this may be reason for concern. 
However, key informants interviewed during our site visits, including family 
advocates, could report few or no cases in which delivery systems seemed to be 
failing to meet the needs of CSHCN. Furthermore, three states in our study have 
designed ‘‘carve-out” or specialized managed care systems to serve CSHCN 
enrolled in SCHIP, systems specifically tailored to include the providers and sup- 
ports often needed by CSHCN and their families. Early impressions in Califor- 
nia, Florida, and Michigan are that these systems offer significant promise for 
providing more comprehensive and coordinated care for CSHCN than main- 
stream managed care systems. 

• Cost Sharing. SCHIP has granted states considerable new flexibility to impose 
cost sharing — in the form of premiums and copayments— on eligible families. 
Given the likelihood that they will consume services at rates greater than the 
norm, CSHCN and their families are particularly vulnerable to high out-of- 
pocket costs as a result of copayment policies, and only two of the study states 
reported policies that exempted CSHCN from cost sharing or that somehow 
protected them from undue expense. On the other hand, the Title XXI statute 
protects any family from spending more than 5 percent of its income for SCHIP 
coverage, and early impressions are that cost-sharing amounts under SCHIP are 
nominal and affordable. Indeed, they were often referred to as “much lower” 
than those found in private insurance policies. Key informants interviewed for 
this study typically could not cite cases in which they had heard of families with 
CSHCN that were enduring high financial burdens as a result of their participa- 
tion in SCHIP. 

• Crowd-Out Waiting Periods, Concern over the potential for SCHIP to substi- 
tute for existing private sector health insurance coverage was widespread among 
state legislators during the programs’ design phase. As a result, most states now 
employ a range of strategies designed to prevent crowd out; most commonly, 
waiting periods have been imposed to require children to have not had insurance 
for a specified period of time before being permitted to enroll in SCHIP. When 
asked about the perceived impact of policies such as waiting periods, SCHIP offi- 
cials and family advocates often reported that CSHCN and their families 
appeared to be disproportionately affected; more precisely, underinsured 
CSHCN were prohibited from enrolling in the potentially more comprehensive 
and affordable SCHIP program in their state due to waiting periods. Encourag- 
ingly, six states will exempt families from waiting periods if current coverage is 
imposing a significant financial burden, and one state recently enacted a policy 
that entirely exempts families with CSHCN from waiting periods. 

• Prevalence of CSHCN among SCHIP Enrollees, For a variety of complex rea- 
sons, it appears that states continue to struggle to identify and enroll large num- 
bers of CSHCN in their SCHIP programs, even with special provisions designed 
to better serve the population. Only between 1 and 8 percent of SCHIP 
enrollees in the five states that could report such data have been identified as hav- 
ing special needs, far below national estimates that the prevalence of CSHCN 
could be as high as 17 percent. 
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Looking ahead, it is clear that more research is needed to determine how well 
CSHCN are faring under SCRIP. This study has provided an early look at the gen- 
eral policies implemented by states and discussed their implications for CSHCN, It 
has also provided detailed descriptions of promising initiatives being enacted by some 
states in an attempt to make SCRIP programs more responsive to the needs of this 
vulnerable population. Although many lessons can be learned from these early expe- 
riences, more rigorous quantitative analysis is needed to begin developing a more 
precise understanding of the access, use, outcomes, and satisfaction of CSHCN and 
their families. Specific suggestions for future research include, but are not limited to. 
the following: 

• Comparisons of rates of use of various services by CSHCN and children gener- 
ally, and within Medicaid versus separate state programs; 

• Comparisons of utilization rates of selected services in states with and without 
cost sharing; 

• Comparisons of rates of enrollment in states with and without waiting periods, 
and analysis of the impacts of different exceptions policies; and 

• Comparisons of access, service use, expenditures, and family satisfaction in main- 
stream versus specialized systems of care. 

A strategy that might facilitate federal and state monitoring of SCHIP’s effects 
on CSHCN would be to apply to Tide XXI programs selected provisions of HCFA’s 
recendy released interim criteria for states enrolling CSHCN into managed care 
arrangements (although, presumably, state officials might resist additional regulatory 
oversight in this area). 

However, this study, building on previous work, appears to reinforce the finding 
that proportionately fewer children with special health care needs are being identi- 
fied and enrolled in SCHIP than had widely been anticipated, even in states with spe- 
cial initiatives designed to better serve CSHCN. Although several possible explana- 
tions have been offered for the low prevalence of CSHCN among enrollees, it was 
suggested by many key informants that rates of uninsurance among CSHCN may be 
lower than those presented in recent research. Furthermore, for those families whose 
CSHCN are insured, but perhaps underinsured for their conditions, waiting period 
policies implemented to discourage or prevent crowd out may be posing a particular 
barrier to enrollment. Indeed, limited research suggests that it is likely that a signif- 
icant proportion of privately insured families with CSHCN are underinsured with 
regard to the coverage of their children. 

For such families, SCHIP may offer an alternative that is both broader in scope 
and more affordable than the private insurance they currently possess. Yet the statu- 
tory priority of SCHIP to target uninsured children, and the law’s prohibition 
against enrolling those with creditable insurance, seems to rule this alternative out. 
For families with relatively healthy children who have dependent coverage and are 
underinsured, waiting periods (especially those of short duration) may not pose a 
particular barrier; such families may choose to drop their private coverage, “go bare” 
during the waiting period, and then enroll in SCHIP. Such an option is usually out 
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of the question, however, for families with sick children, who cannot afford to take 
the risk of dropping their existing coverage. 

This situation raises a critical question, and challenge, for the Tide XXI program: 
Although primarily designed to extend health insurance to uninsured children, can 
SCRIP also be amended to address the needs of underinsured children? 

Policymakers may, for equity’s sake, consider two possible changes in current 
policy that would allow the program to address the needs of the underinsured: 

1 . Permit SCHIP coverage to ^^wrap around^^ existing private health insurance for 
selected priority populations^ such as children with special health care needs. The 
Medicaid program has always been permitted to wrap around private coverage. 
Federal policy stipulates that Medicaid is to serve as the payor of last resort for 
persons dually insured, and much effort is made by state Medicaid administrators 
to coordinate benefits for such persons and ensure the integrity of the Medicaid 
system. SCHIP programs could be modified to play this same role, if not for all 
privately insured children, then for those with chronic illnesses and disabilities 
who are at risk for underinsurance. Such a change would not, in fact, represent 
an easing of crowd-out policies; it would reinforce the fact that SCHIP coverage 
was not substituting for private coverage, while also permitting the program to 
fill in gaps that may be present in that private coverage. 

2. Encourage or require states to broaden their waiting period exceptions policies 
to allow children with special health care needs to drop private coverage if that 
coverage is deemed significantly limited or expensive. A more overt policy 
change that would actually permit crowd out under selected circumstances, this 
would expand what is already occurring in a handful of states where exceptions 
to waiting periods acknowledge that some families’ private coverage, although 
creditable, may be very expensive or limited and, therefore, that children with 
such coverage should be permitted to switch to SCHIP. 

This study has provided preliminary evidence that SCHIP programs, in spite of 
(or perhaps because of) their great diversity, appear to be providing relatively broad 
and affordable coverage to low-income children, including children with special 
health care needs. It has also revealed that an encouraging number of states have 
implemented special provisions — in the areas of benefits coverage, service delivery 
design, and crowd-out prevention — to make SCHIP more responsive to the needs of 
CSHCN and their families. As programs mature, it is reasonable for policymakers to 
consider possible amendments to Title XXI, such as those suggested above, that 
might improve the program’s ability to serve the various subgroups of children who 
are particularly vulnerable. 
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Appendix 



Key SCHIP and Medicaid Contacts in the Study States 

Alabama — Gayle Sandlin and Mike Murphy 
California — Sandra Shewry and Doug Porter 
Colorado — Barbara Ladon and Dean Woodward 
Connecticut — David Parella 

Florida — Rose Naff, Bob Sharpe, and Phyllis Sloyer 

Massachusetts — Mark Reynolds and Pat Canney 

Michigan — Denise Holmes and Bob Stampfly 

Missouri — Greg Vadner 

Minnesota — Mary Kennedy 

Mississippi — Theresa Hanna and Maria Morris 

New Jersey — Michelle Walsky 

New York — Judy Arnold 

North Carolina — June Mil by and Tom Vitaglione 
Ohio — Sukie Barnum 
Pennsylvania — Patricia Strom berg 
Texas — Jason Cooke 

Washington — Steven Wish and David Hanig 
Wisconsin — Peggy Bartels 
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Notes 



1. This analysis of the National Health Interview Survey on Disabilities used a fairly broad definition 
developed by the federal Maternal and Child Health Bureau: that Children with Special Health Care 
Needs are those who have or are at risk for a chronic physical, developmental, behavioral, or emo- 
tional condition and who also require health and related services of a type or amount beyond that 
required by children generally (McPherson 1998). As there is no accepted method of defining the 
“at-risk” population, this estimate only counted children with existing special health needs. 

2. The SCHIP Evaluation is primarily funded by The Robert Wood Johnson Foundation and the David 
and Lucile Packard Foundation. 

3. Site visits were conducted between June 1999 and April 2000. Due to particular circumstances sur- 
rounding the implementation of SCHIP in three states — Minnesota, Texas, and Washington — mul- 
tiple and detailed telephone interviews were conducted with a variety of key informants there in lieu 
of site visits. These telephone interviews were conducted in the summer and fall of 2000. 

4. This portion of the evaluation was primarily funded by the David and Lucile Packard Foundation 
through a grant to the National Policy Center for Children with Special Health Care Needs, for 
whom the Urban Institute served as a subcontractor. A separate paper. New Opportunities^ New 
Approaches: Serving Children with Special Health Care Needs Under SCHIPy based on the findings 
in these five states, was published in June 2000 (Schwalberg et al. 2000). 

5. The federal Title V program provides block grants to states to support systems development and ser- 
vice delivery initiatives for mothers, children, and children with special health care needs. The 
CSHCN components of states’ Title V programs exist to foster the development of family-centered, 
community- based, comprehensive, coordinated, accessible, and culturally competent systems of care 
for CSHCN. To carry out this mission, programs perform a variety of activities and functions that 
can involve the direct delivery and financing of health services to individuals, population-based ser- 
vices, and. core public health functions including needs assessment, policy development, and quality 
assurance. In many cases. Title V programs will provide families with support, both financial and 
logistical, in obtaining services not covered by private insurance. Although specific eligibility criteria 
vary considerably from state to state. Title V programs typically target lower-income families and 
children with chronic conditions and disabilities identified in the state’s program plan. 

6. Under the Omnibus Reconciliation Act of 1989, the EPSDT portion of the statute was amended to 
require states to cover any service needed by a child to treat a condition identified during an EPSDT 
screen, even if that service was not explicitly covered by the state plan. 

7. In Pennsylvania, four of the seven plans with whom the state contracts are Blue Cross/Blue Shield 
organizations; the other three plans are Aetna/US HealthCare, AmeriChoice, and Three Rivers 
Health Plan. 

8. The Balanced Budget Act of 1997 allows states to enroll their Medicaid populations in managed care 
without a waiver; however, Medicaid-eligible children with special health care needs (including those 
eligible for SSI, Title V CSHCN services, foster care or adoption assistance programs, or “Katie 
Beckett” home-based care programs) may not be required to enroll in managed care without a 
waiver from the Health Care Financing Administration. 

9. A notable exception to this finding was in Colorado, where higher levels of premiums were charged 
to families at lower incomes, and where a statewide indigent care program continues to offer free or 
low-cost/sliding scale care to individuals who need it. In that state, many instances were cited in 
which families chose to continue receiving care through the indigent care program rather than sign 
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up for SCRIP. Recognizing this, Colorado officials were considering proposals to reduce or elimi- 
nate premiums under SCRIP at tlie time of this writing. 

10. This proportion is consistent with the national picture, where 34 of the 51 states (including the Dis- 
trict of Columbia) impose waiting periods to prevent crowd out. 

11. New Jersey waives the waiting period for children covered by individual insurance policies who live 
in families with incomes below 200 percent of FPL only. 
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